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ABSTRACT 
Purpose: To enable clients in end-of-life care (EOLC ) the opportunity to continue 
engaging in meaningful activities throughout their remaining days to increase QoL and 
experience a "good death." 
Methods: To complete our Scholarly Project we conducted a literature review using 
PubMed, CINAHL, OTsearch, and AOTA publications search engines. We also 
conducted an informal information session with local hospice staff and from this 
information we chose model/theory to guide product development. 
Results: Upon completion of the literature review, we found the following problems 
existed in regard to utilization of Occupational Therapy in end-of-life care setting; 1) 
hospice care team members and clients lack knowledge ofOT, 2) Volume of hospice 
clientele is increasing, 3) Clients and caregivers are not receiving the needed services, 
and 4) There is limited funding for OT services in hospice care. In order to address these 
problems a toolkit was created. This toolkit has four components including educational 
materials for both the medical professionals and the clients/caregivers; recommended 
assessments and evaluations which have been shown to be effective within the EOLC 
setting; recommended grant funding sources to provide initial funding for OT within 
EOLC; and an additional resources section with information related to utilization ofOT 
services within EOLC. The intention of the toolkit is to provide an easy to use guide for 
Occupational Therapists who wish to become an active end-of-life care team member. 
Conclusion: Increasing utilization of Occupational Therapy in End-of-Life settings has 
been shown to empower client/family, promote a "good death," decrease costs, provide a 
preventative approach to care in order to decrease secondary injuries and can serve as a 
means to balance utilization of team members by acting as a liaison between the client 
and the end-of-life care team. Having a toolkit available for Occupational Therapists who 
wish to be more active in the end-of-life care setting can provide a means for increasing 




Within every person is a distinct and unique being that is unlike any life that has 
existed or will ever exist again. (A OTA, 2005, p.671). 
The United States population is aging and the number of persons approaching retirement 
age is expanding with the baby boomer's generation. As ofJuly 1,2005, there were 78.2 miIlion 
baby boomers within the United States. This amounts to approximately 7,918 baby boomers 
turning 60 years old each day in 2006 or 330 per hour (U.S. Government Census, 2006). 
According to the National Hospice and PaIliative Care Organization "Four out of five hospice 
clients are 65 years of age or older and one-third of all hospice clients are 85 years of age or 
older" (NHPCO, 2007). Thus, as the U.S. population ages, the number of people requiring 
paIliative care and hospice care is anticipated to increase also. Meeting this need will require a 
reorganization ofthe current end-of-life care team. 
With the current United States economy declining, it will be vital to employ all 
resources to maintain cost-effectiveness and high quality care. By promoting 
Occupational Therapy (OT) and the benefits associated with incorporating OT in an 
active role on the hospice care team, this increased end-of-life care need could be met 
more readily (Frost, 200 1). Although most hospice clients are over 65 years old, hospice 
clients may also be children. The top diagnoses in hospice are cancer, end-stage liver and 
kidney disease, dementia, and end-stage heart failure (Kinsella, n.d.). 
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Palliative care and hospice care are vital components within the medical setting 
for those individuals who are terminally ill. Understanding the differences between the 
two can often prove difficult. The following working definitions are provided for 
reference. The World Health Organization website (2008b) defines palliative care as 
"an approach that improves the quality of life of clients and their families facing 
the problems associated with life-threatening illness, through the prevention and 
relief of suffering by means of early identification and impeccable assessment and 
intervention of pain and other problems, physical, psychosocial and spiritual". 
Palliative care is often utilized during the early stages of a progressive illness in 
conjunction with interventions intended to prolong life. In addition to these interventions, 
the World Health Organization states that palliative care utilizes a team approach to: 
provide pain relief, affirms, neither hastens or postpones death, provides psychological 
and spiritual care, acts as an extended support system, and offer bereavement support in 
hopes of positively influencing the course of the clients' illness (World Health 
Organization, 2008). 
Hospice is defined by Marcil (2006) as "both a philosophy and a system of care that 
embody an individualized, humanistic approach to care for people who are dying" (p. 
26). Hospice is on the continuum with palliative care but has different criteria as 
indicated by Medicare and hospice care organizations. In order to be considered eligible 
for hospice care the medical director and client's physician must concede the client has 
six months or less to live. In addition to this, the client must have a caregiver readily 
available at all times and no longer be receiving curative or prolonging interventions for 
their illness. Hospice care is available in hospitals, long-term care facilities, freestanding 
hospice agencies, and in the client's home. Hospice care is based on five basic tenets: 
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"pain and symptom control, quality of life, diagnostic honesty, 24-hour care, and follow-
up bereavement care for the survivors." (p.26) 
"Hospice provides end-of-life care, with a focus on living and dying" (AOT A, 
2005, p. 671). Hospice care helps clients who are in their final stages oflife to live as 
easily and completely as possible. The ultimate goal is to live life while embracing death 
(Rahman, 2000, p.808). To expand further on this concept the National Hospice 
Organization (1996) philosophy states: 
Hospice is a special kind of care designed to provide sensitivity and support for 
people in the final phase of a terminal illness. Hospice care seeks to enable clients 
to carryon an alert, pain-free life and to manage other symptoms so that their last 
days may be spent with dignity and quality at home or a home-like setting. 
The philosophy of hospice merges well with the statement of Occupational Therapy and 
Hospice (AOTA, 2005). The statement made by the American Occupational Therapy 
Association (AOT A) indicates that "personalized care and engagement in occupations" 
are within the realm of the OT profession and that "Occupational Therapy practitioners 
are uniquely qualified to help the dying person to engage in meaningful daily occupations 
within the hospice community of care" (AOTA, 2005, p. 671). 
Occupations are defined as those things that are carried out day-to-day that are 
meaningful to the person. The occupations in the end-of-life care context are meant to 
help the client establish "mastery, control, adaptation and closure" (Rahman, 2000). In 
light of these four criteria, the occupations employed in an end-of-life care situation are 
not meant to challenge but to provide a means for the clients to transition as smoothly 
through the dying process as possible. These four concepts are vital components to a 
successful and meaningful transition. 
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Literature exploring the value and role of Occupational Therapy in hospice care 
settings indicate that the profession has the "potential to decrease costs and balance the 
utilization of team members ... OT empowers the family and client, diminishes anxiety, 
decreases the incident of injury, and most importantly restores dignity" (Frost, 2001, p. 
402). These benefits become apparent when using a proactive and preventative approach 
to palliative care. Early referrals to OT for caregiver and client education become vital to 
prevention education. Schlismann (2006) states that not having the right equipment or 
improper use of mobility devices, can increase falls leading to hip fractures which leads 
to a decreased quality of life (QoL). Providing instruction on completing client transfers 
and in-bed mobility safely as well as how to utilize mobility devices empowers the clients 
and caregivers to prevent secondary injuries related to lack of training. Completing 
proper transfers and bed mobility will decrease the risks of developing pressure ulcers 
which require higher levels of care which correlates to more expensive care and 
decreased QoL (Trump, 2001). By taking a proactive approach to care and addressing 
safety issues before they arise, the OT can decrease the workload of other team members 
by reducing rates of falls, fractures, depression, anxiety, and stress before they occur. 
Medicare certified hospice programs are required to have an Occupational 
Therapist (OT), Physical Therapist (PT), and Speech Language Pathologist (SLP) on 
staff. However, the use of the services available is not outlined by Medicare (Pizzi & 
Briggs, 2004). Often the allocated funds are lumped together and services offered are 
prioritized according to need of the clients by the case manager or hospice team. Often, 
Occupational Therapy is one of the first services to be cut. While the hospice care 
philosophy indicates that quality of life coupled with comfort is the objective, often this 
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is provided in form of medication rather than meaningful occupation which has been 
shown to be equally effective in controlling pain. Occupational Therapy intervention 
provides both pain relief and facilitation for greater quality of life which may not be 
occurring solely with medication treatment. Encouraging clients to be more active and 
involved in their care not only increases their quality of life but promotes life role 
participation. The lack of education on the value and abilities of the OT profession 
increases the likelihood that OT is perceived as not necessary, which leads to the under-
utilization of OT services. If education were provided to the hospice care team and 
administration it would serve as a means to increase understanding and referral for OT 
intervention for palliative and hospice care clients as well as decrease cuts to OT 
intervention due to budgeting issues (Pizza & Briggs, 2004). 
Despite the documented value of OT within an end-of-life care setting, scholarly 
literature shows OT continues to be underutilized in hospice. Rahman (2000) found that 
cost and lack of a place on the hospice team contributed to underutilization of OT. Again, 
understanding the value and benefit of incorporating OT services into the palliative care 
and hospice setting could reverse this underutilization (G. Schroeder, personal 
communication, September 12, 2008). While the OT profession understands their role 
and the benefits of providing care to the telminally ill, many other professions do not. 
Occupational Therapy is traditionally associated by other professions with a rehabilitation 
or health promotion approach to care. Through proper utilization of Occupational 
Therapy services within the end-of-life care continuum both the hospice care team and 
the client will reap the benefits. 
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Project Leading Statement: It is the position of the authors and the Occupational 
Therapy community that Occupational Therapists are in an optimal position to provide 
many facets of care within the palliative and hospice care setting (AOTA, 2005; Frost, 
2001; Jacques & Hasselkus, 2004; Kealey & McIntyre, 2005; Marcil, 2006; Rahman, 
2000). Hospice care clients should be provided with the opportunity to access all facets of 
care including Occupational Therapy services. The authors propose that all hospice care 
clients receive an OT evaluation in order to provide them with the means to acquire this 
type of care. A literature review of scholarly articles was conducted and is presented in 
Chapter II. This literature review outlines the current issues regarding under-utilization of 
OT within the end-of-life care setting, as well as the roles, benefits and value of having 




Frost (2001) defined Occupational Therapy (OT) in end-of-life care as "the 
recovery of dignity, systematically giving the client his or her sense of self, . .. the client is 
taught to have control and responsibility within their physical limitations at home, where 
environment is not controlled" (p. 399). Client-centered care is a core principle of 
Occupational Therapy (AOT A, 2005); hospice care is centered on this perspective as 
well. As indicated by the literature, hospice care and Occupational Therapy's approach to 
care is similar and correlates well to meet the needs of clients in their final stage of life. 
Pizzi and Briggs (2004) believe that Occupational Therapy has the ability to promote 
quality oflife as well as encourage "well ness and healthy living until death" (p. 120). 
Both hospice care and Occupational Therapy hold the client's perspective, experience, 
and comfort to be of utmost importance and strive to meet the ever-changing needs of 
this delicate client population in order to promote adaptation and control over their 
declining health. 
Occupational Therapy in end-of-life-care is provided to improve quality of life 
through use of occupations meaningful to the client during the remainder of their life 
(AOTA, 2005). In addition to providing care to the terminally ill client, the OT is also 
qualified to provide caregiver education and physical, emotional, psychological, and 
spiritual support throughout the process of care. The AOTA Occupational Therapy and 
Hospice statement indicates that the "ultimate outcome of hospice is a good death, with 
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the focus on the client's and family's quality oflife during the time that is left" (AOTA, 
2005, p. 673). The telID "good death" is defined by each client and therefore, takes on an 
individualized meaning. 
Currently refelTal for OT services for individuals in palliative and hospice care is 
low. A study by Rahman (2000) indicated that Occupational Therapists felt that their 
profession was perceived by other healthcare professionals as "more of a rehabilitative 
service and less of a holistic service" and that this resulted in "low OT referrals in 
hospice" (p. 815). Pizzi and Briggs (2004) reported that a "positive approach" to dying 
has long been recognized by OT and Physical Therapy (PT) as an important concept. 
They believed that there remain professionals within the rehabilitative realm who do not 
recognize this role within the palliative and hospice care setting (p. 120). 
The belief that OT is only rehabilitative in nature can lead healthcare 
professionals to discredit the use of OT services in the palliative and hospice care setting 
because the goal for the client is not to get better. Other medical professionals may also 
feel it gives the client a sense of false hope for recovery (Rahman, 2000). What is not 
realized is OT interventions in this setting are not focused on recovery, but in helping the 
client live life to the fullest and prepare for death. It is a concept of "rehabilitation in 
reverse" (Pizzi & Briggs, 2004, p. 123). OTs have a dual role involving a combination of 
providing therapy to "support life and living, while also supporting death and dying" 
(Rahman, 2000, p. 815). The ability to promote health while dying leads to the client 
increasing their ability to master their current roles, maintain control over what they are 
able and adapt more readily to the changes that are OCCUlTing. There is much literature 
exploring this dual role and its impact on practicing OTs. Frost (2001) investigated the 
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concept of a dual role conflict reported in the literature by interviewing current OTs 
practicing in an end-of-life care setting. It was found that the OTs viewed this dual role as 
a unique opportunity to "empower the client" to make decisions concerning their care and 
preparation for death. They also found that the OTs did not report any internal conflict in 
regard to helping the client in the opposing roles of living and dying which was 
conflicting with earlier literature findings. Another study by Prochnau, Liu, and Boman 
(2003) also reported similar findings. The authors discovered Occupational Therapists 
think of their role differently in the end-of-life care context: as promoting quality of life 
with the expectation to continuously adapt therapy to the client's decline. Lack of 
communication to the team on this role contributes to a consistent finding of a 
misunderstanding of OT' s role in end of life care within in the medical community. This 
is detrimental to receiving referrals for OT intervention within end-of-life care and an 
additional contributing factor to under-utilization of OT services. 
Occupational Therapy is often associated with being too biomechanical in nature 
to be of benefit to the hospice client (Rahman, 2000). Yet, Pizzi and Briggs (2004) argue 
that there is a place for exercise and funCtional tasks in the palliative and hospice care 
settings. By providing functional exercises, such as going on family outings, sitting up for 
meals or engaging in recreational or leisure activities, the client will benefit from 
increased endurance, energy, independence in activities of daily living (ADLs), and 
quality oflife (QoL). These physical components playa vital role in providing a means 
for decreasing secondary problems throughout the dying process such as unnecessary 
falls or loss of client roles, which also decreases overall care costs. 
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In addition to the physical component, clients are faced with discomfort, 
emotional and spiritual pain. OTs are in an optimal position to provide care for these 
issues as well. Occupational Therapy core educational curricula include an extensive 
psychological component, which contributes to the holistic nature of OT services and 
prepares the therapist to address these non-physical symptoms effectively. "The ability to 
identify a person's occupational roles and values, and to address these roles and needs 
through appropriate intervention to ensure a quality of life in the dying process, makes 
Occupational Therapy an important contributor to hospice care" (AOTA, 2005, p. 674). 
In order to understand how Occupational Therapy can be beneficial to clients and 
caregivers in palliative and hospice care settings it is helpful to know the issues they face 
at the end of life. In the following section, client and caregiver issues found in the 
literature will be presented. 
Client and Caregiver Issues 
When an individual finds out that they have a terminal illness, they have many 
issues to address and process. They are thrown into the grieving process from that day 
forward. The family, friends and caregivers also become a part of this process and begin 
the grieving process as well. The grieving process is only one of the issues that the client 
and caregivers experience. Declining overall health becomes a day-to-day concern as 
well. Adapting and adjusting day to day in order to maintain control over fluctuating 
physical, mental, emotional, and spiritual health can often be an overwhelming ordeal. 
Without the proper supports in place, these individuals may feel a loss of control, comfort 
and dignity. Ultimately, dying becomes the context that is lived each day (Farber, Egnew, 
Herman-Bertsch, Taylor, & Guldin, 2003, p. 21). Examples of issues hospice care clients 
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report difficulty with include the following: 1) trouble getting through the day; 2) stress 
of financial burdens; 3) difficulty maintaining evolving relationships; 4) loss of physical 
abilities, roles, and independence and 5) pain and symptom management (Farber et aI., 
2003). The hospice care philosophy provides a means for the client to address these 
issues; however, the core care team often includes a nurse and a social worker whom are 
often allocated to mUltiple clients. This limits their ability to interact with the client for 
more than what is expected of their services. Often, the social workers are left in a 
position to address psychological concerns related to the grieving and dying process, 
which they are not qualified to address. For example, H.V., a daughter of a hospice care 
client indicated that her family felt that they were not receiving adequate care from 
hospice for her father while he was dying (personal communication, October 17,2008). 
She stated that the nurse was very "cold" and came and went quickly with little time to 
answer questions that the family had. The social worker allotted to their family appeared 
to be "spread thin" and was not able to address many of the families' psychological 
concerns. The experience was not a happy one for H.V. and her family. She stated she 
would like to have had a chance to discuss and evaluate the changes as they came, and 
support for her mother while she was a caregiver for her dying husband. She also stated 
that having someone to listen and adapt the environment to meet her father's ever-
changing needs would have been helpful. A more client-centered approach to care where 
the professional took the time to address all of their concerns more holistically would 
have made their hospice stay more meaningful. The type of services she was describing is 
exactly what OT services provide. The authors inquired to whether they received OT 
services during the hospice experience. She indicated that they hadn't, though 
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retrospectively she felt that this would have definitely improved her father's QoL 
throughout the dying process (H.V., personal communication, October 17, 2008). Skilled 
OT services could bridge this gap in professional service coverage increasing referrals 
and client/caregiver QoL. 
Another potential problem encountered in hospice described by Payne (1998), is 
how hospice often employs volunteers to provide nursing and bereavement support with 
little or no training. It is also more difficult for volunteers to establish personal 
boundaries than paid staff in completing these tasks. The educational background that 
OTs have in addressing psychosocial factors would be beneficial to the team when 
concerns of this kind arose. 
Farber et al. (2003) discussed how difficult it was for caregivers to prepare for the 
loss of a loved one. Some of the issues caregivers reported included continuing to meet 
all their obligations while taking on added responsibilities of care-giving; gaining 
adequate resources; maintaining the stamina to care for their loved one; and increasing 
emotional toll as a result of managing fmancial issues of their loved one now and in the 
future. Caregivers reported increased distress due to seeing their loved ones suffer, and 
many felt ill prepared to provide care or meet the increasing demands of care giving. On 
the other hand, caregivers also found satisfaction in mastering their new caregiver role 
while maintaining or strengthening their relationship with their loved one. Caregivers 
appreciated when they were included as an important member of the care team because 
they felt they were able to positively influence care given. 
The ability for Occupational Therapy to address multiple concerns: physical, 
psychological, emotional and spiritual through promoting mastery, control, and 
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adaptation over their illness provides a means for the client to find acceptance and closure 
as they progress to the end of their lives. These characteristics are unique and valuable 
assets to the palliative and hospice care teams and settings. A greater understanding of 
these assets and benefits for the clients are one more avenue to increasing utilization of 
Occupational Therapy in the end-of-life care setting. 
Occupational Therapy Role 
Occupational therapists promote optimal independence and privacy while 
allowing the clients to still be themselves throughout the dying process. OTs help clients 
transition to accepting death while still living their life to the fullest possible potential. 
When a client is dying many feel helpless, feel they have no control over their disease, 
and life no longer has meaning (Kealey & McIntyre, 2005; Vrkljan & Miller-Polgar, 
2001). Utilization ofOT services can address these issues through client-centered 
collaboration to promote life-role participation and engagement in meaningful 
occupation. 
An important part of client care in hospice is addressing pain management and 
safety. OTs can provide pain management through positioning, instruction on joint 
protection and energy conservation, and applying physical agent modalities (Kealey & 
McIntyre, 2005). Educating clients on proper positioning and transfer techniques and 
importance of bed mobility decreases the likelihood of developing pressure ulcers. 
Another safety issue is frequency of falls and risk of secondary injury among the 
terminally ill. Occupational Therapy can address falls prevention through education on 
proper mobility device use. Proper mobility device use has been shown to directly 
correlate to decrease secondary injuries such as hip fractures (Schlissmann, 2006; 
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Kinzbrunner, Weinren, & Policzer, 2002). Rahman (2000) stated that providing comfort 
through positioning and establishing safety were high priorities in OT and can be 
accomplished through home modification, caregiver education or use of meaningful 
occupations. 
According to Marcil (2006), Occupational Therapists are able to address the 
psychological pain of isolation, abandonment, and loss of roles that often accompany a 
telminal illness. This is achieved through active involvement in occupations while 
providing a sense of competence and a feeling of contributing something of value. Pain 
can affect quality of life. Depression from loss of roles can increase physical pain. The 
OT can find occupations and activities that will serve as a diversion to pain and give 
clients a purpose for their life until the end. The Occupational Therapist finds the right 
match of occupation that will provide the client with pleasure by administering 
occupational history and occupational interest assessments. Use of these pleasurable 
occupations provides a natural means of pain relief. For example, one client enjoyed 
making birdhouses in his workshop. He indicated that while he was working he wasn't as 
aware of his pain (Rahman, 2000).The author also states many times caregivers tend to 
treat the client like a child and do everything for them in order to protect them from 
unnecessary pain; however, it is sometimes necessary to risk pain in doing occupations to 
be happy. The things that we do each day give us identities and make us individuals. 
Clients who are going through the dying process need to be engaged in occupations as 
well (Marcil, 2006). 
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Another type of pain that Rahman (2000) described is "soul pain". Although 
difficult to define, Rahman used a verbatim quote from a study participant in order to 
define this term: 
... soul pain, when it's so deep it's in your being, it's deeper than emotional pain. 
It is deeper to where it's really at the center of your being. A pain of people who 
may not have a feeling that there might be an afterlife and feeling like I am 
disintegrating, I am going. What is happening? At the very, very center of who 
you are ... to feel that you're disintegrating, and you don't want to disintegrate, 
that can be very painful. (p. 811) 
This type of pain requires a different approach to intervention. Taking a spiritual 
approach may be beneficial in helping the client to cope with this type of pain. Involving 
family and community supports may also be necessary to help the client combat their 
"soul pain." Occupational Therapists are trained to provide such support as this is part of 
Occupational Therapy's domain of practice (AOTA, 2002). For example, Rose (1999) 
surveyed 44 HIV and AIDS, Oncology, Palliative Care Education (HOPE) specialists in 
the United Kingdom regarding their perception of spirituality within palliative care. More 
than half of the participants indicated that the clients needed spiritual help from the OTs 
and that addressing these needs was part of their practice/profession. The participants 
also indicated that spirituality was vital to their job and considered spirituality to be a 
vital component of Occupational Therapy. Literature by Egan and DeLaat (1997) and 
Howard and Howard (1997) (as cited by Rose, 1999) stated, "the spiritual task ofOT 
may be to empower the individuals, enable them to engage in meaningful activity and 
connect them to their past and future through occupations" (p. 310). A study by Udell and 
Chandler (2000) explored OTs role of addressing the spiritual needs of their clients. The 
researchers found that spirituality can affect a client's function. While the role of the OT 
was not seen as a spiritual counselor, it was thought that acknowledgement, respect, and 
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incorporation of spiritual aspects into choice of activities was important for building 
rapport, motivation and restoring spiritual well-being. 
Occupational Therapists are in a unique position to address multiple needs of 
hospice care clients. Vrkljan and Miller-Polgar (2001) described how a terminal illness 
disrupted the client's daily routine and affected the things they were able to do. OT is 
able to adapt to meet the clients ever changing needs, which facilitates development of 
new routines that help clients regain control over their lives. Through discussion with 
clients, Occupational Therapists help clients find meaningful occupations, prioritize 
activities, and pace themselves thus minimizing the anxiety clients have over their 
disease progression. As the disease worsens the therapist and client need to continue to 
make adjustments to the occupations the client participates in to match their capabilities 
and psychological mindset. 
Occupational Therapy intervention strategies in a hospice setting is summarized 
as follows by Kealey and McIntyre (2005); Pearson, Todd, and Futcher (2007); Bonder 
and Wagner 2001, p. 515): 
• Activity modification • Leisure and recreational activities 
• Fatigue management • Relaxation and stress management 
• Caregiver assistance and safety through meditation, progressive muscle 
training relaxation, coping strategies, music and 
• Environmental modifications through 
aroma therapy and environmental 
adaptations 
home modification 
• Client education • Adaptive equipment and reduction of 
safety hazards • Reminiscence Therapy 
• Therapeutic activity engagement • Emotional support for client and 
• Creative activities 
caregIver 
• Home assessment 
Kealey and McIntyre's (2005) study found clients and caregivers were not aware that 
OTs were able to provide caregiver specific interventions or address psychological 
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aspects of care for both caregiver and clients. The authors found clients and caregivers 
would have taken advantage of these services if they would have known. This knowledge 
is indicative of a need for increased education of the role of Occupational Therapy within 
the end-of-life care setting. 
The AOT A (2002) indicates that a primary role of Occupational Therapists within 
the end-of-life care setting is to facilitate a "good death." Weisman (as cited in 
Chochinov, 2006) described a good death for the clients as having fear and loss of control 
minimized, maintaining a sense of identity, enhancing relationships, resolving 
interpersonal conflicts, and continuing to do things that are meaningful. Jacques and 
Hasselkus (2004) described a good death as doing the things that matter; getting 
everything in order for their death such as planning their funeral, taking care of finances, 
giving away things to loved ones, and reconciling with family; and accepting their death. 
Occupational Therapists can help facilitate clients experiencing a good death 
through engagement in creative activities such as making something to pass down to 
family as a legacy. Creative activity could include making a video to give to family after 
the client dies, writing a journal to help process feelings associated with dying, or 
creating a craft that has symbolic meaning for the client and helps them cope with their 
situation. Creative activity can also be used by clients as a life review to serve as a venue 
to develop closure. laCour, Josephsson, and LuBorsky (2005), found through producing 
something, clients had a greater sense of self and took pride in completing a project that 
was purposeful and wOlihwhile. Through creative activities, clients shared their life 
stories and made connections between past experiences, their present situation, and their 
possible future. Creative activity is especially effective in a palliative care setting where 
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there are other clients going through the same thing. It provides a medium for people to 
share and connect with others. 
Psychosocial support from peers provides multiple benefits for hospice care 
clients. Larkin, Dierckx De Casterle, and Schotsmans (2007) state that being in the 
presence of others who were also dying has positive influences on the client's 
psychological adjustment to death. It is easier to cope when others are going through the 
same thing and are there to supp0l1 the client. Depression and anxiety often accompany 
the terminal illness and are not always addressed as fully as the physical symptoms. 
These psychological symptoms also decrease the client's quality oflife (Chochinov, 
2006). Creative activity can be a way for clients to deal with their depression and anxiety 
in a positive way. It can increase the client's self-esteem and a sense of well-being. 
Models of Care 
Two models of care for hospice emerged within the literature: the Dignity-
Conserving Care Model and the Doing-Being-Becoming Model of care. Dignity is 
defined in many ways and can take on varying meanings depending on the person 
defining it. A participant in a study by Chochinov (2002) defined dignity as, "a state of 
the soul. .. a sense of peace that passes all understanding" (p. 2254). Another participant 
in the study defined dignity as "trying to preserve the person as they are ... the sensible 
things like keeping them clean, keeping them comfortable, but also enabling their way of 
being, what made the person that person" (Chochinov, 2002, p. 2253). Chochinov 
proposed that through the Dignity-Conserving Model, the medical care team may be able 
to better understand the needs and desires of the client and their families in order to help 
the client transition into their last days with the greatest comfort, ease, and dignity. This 
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may include addressing physical, mental, spiritual, emotional, environmental, and 
caregiver issues specific to the client. 
The Doing-Being-Becoming Model is an approach to care that focuses on helping 
the client prepare for death while embracing life through engagement in occupations. 
This model, proposed by Wilcock (as cited by Lyons & Davis, 2002), indicates that 
Occupational Therapists utilize a client-centered approach to identify the roles and 
activities that are meaningful to the client in order to better serve their needs and help 
them transition through the last stage of their lives. This model incorporates three aspects 
of an individual's life as explained through: doing, being and becoming. 
Doing 
Wilcock (as cited by Lyons & Davis, 2002), indicates that each client has a drive 
to engage in occupations through "doing" during their lives. Through engagement in 
occupations that are meaningful to the client, identities are fOlmed and their life meaning 
and purpose emerges. Life role engagement and occupation paliicipation is present in all 
that we do; such as play, work, social engagement, leisure and recreation. Without 
"doing," or engagement in occupations, Wilcock proposes that we are not balanced. This 
imbalance leads to occupation deprivation. This term, refers to the state that clients go 
through when they are sick or hospitalized due to inactivity or inability to carry out self-
care, work or leisure roles. Occupation deprivation or inability to "do," contributes to a 
state of ill-being and clients having a decreased perception of their own health and well-
being. When clients are terminally ill and deemed appropriate for hospice care, the client 
has to be able to transition their focus from a "doing" individual to that of a "being" 
individual. This can prove difficult for clients. OTs can provide a means for clients to 
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find meaning within their now more prominent role of "being," in order to acceptance 
their current life situation. 
Being 
Transitioning from focusing on the "doing" aspects of life to "being" aspects of 
life can be a complicated transition for a terminally ill client. Through this transition, 
Wilcock suggests clients experience a "self-discovery" process. Through this process, 
clients are able to reflect on their fOlmer role of being predominantly a "doing" individual 
in order to find meaning and purpose to guide their purpose of "being." Through "being," 
the client is able to focus more on themselves and what is intrinsically motivating to them 
in order to achieve a greater quality of life. Allowing the client to be one's self through 
the dying process and giving them a sense of control over their lives despite their illness 
gives them a sense of "being." Throughout the self-discovery process activities that are 
motivating to the client are found in order to promote well-being. These activities that are 
associated with the "being" stage may include leaving a legacy for family through 
providing stories of former life roles or family history, leaving a video diary, or 
completing creative activities which focus on remembering who they were prior to 
becoming terminally ill. When the client is able to accept and find meaning from both the 
"doing" and "being" aspects of themselves the client is able to transition to what is 
known by Wilcock as the "becoming" stage of the model. 
Becoming 
Clients in hospice care have the ability to find meaning and purpose with their 
current life situation. By reflecting on prior life roles and embracing declining abilities, 
and completing activities that provide closure, clients are able to find peace and develop 
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acceptance of their illness. This is termed the "becoming" stage of the Doing-Being-
Becoming Model. During this "becoming" stage, the client experiences a "flow or 
transformation" at which point balance between the three concepts becomes one (Lyons 
& Davis, p. 286). 
Lyons and Davis (2002) used the Doing-Being-Becoming Model to explore use of 
occupation in a day hospice program. Clients were found to have an increased quality of 
life, locus of control, and sense of well-being when engaged in occupation. The clients 
reported a greater sense of "dignity and worth" from engaging in occupation and through 
establishing new social relationships at the day hospice program (p. 290). Participants in 
the day program also felt they were able to maintain more of their physical and mental 
capacities through "doing" and learning new activities. One participant stated, "1 will 
work on my crosswords for brain exercises cause if it's not used it will curl up and die"; 
another client indicated that she partakes in a game of "words" because "we might be 
disabled in one way, but we've still got brains, and you can't let that go to sleep, can 
you!" (Lyons & Davis, 2002, p. 2-3). This research showed how engaging in meaningful 
occupations can maintain functional capacities. 
A participant in the program stated that being able to do and learn at this stage of 
his life made him "feel exhilarated ... when learning something new" (Lyons & Davis, 
2002, p. 292). Another stated, "you don't realize what you can do until you try, when 
you've never done it all your life" (Lyons & Davis, 2002, p. 292). Contributing to the 
group, or "being" also gave the participants meaning. One said, "like its coming back that 
1 can contribute ... there's probably quite a bit 1 can contribute" (Lyons & Davis, 2002, p. 
293). Lyons and Davis (2002) indicated the participants reported observing others 
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completing occupations can be an occupation in itself for patients at the end of life. They 
authors indicated that for therapists to be effective they must be able to balance the three 
concepts of Doing-Being-Becoming. 
By incorporating the Doing-Being-Becoming Model in hospice care, therapists 
are provided with a framework to promote engagement in each stage of their clients' 
illness and dying process. By encouraging participation in "doing" and "being" 
occupations, the client is able to transition to a "becoming" individual. By accepting and 
identifying that both the "doing" and "being" aspects of themselves are valuable and 
meaningful, the clients are better equipped to accept their prognosis and current stage of 
their life. 
Through these models and the literature reviewed, it is obvious that Occupational 
Therapy has much to offer clients receiving hospice care. Occupational Therapy's holistic 
view and client-centered nature can contribute to a clients' overall well-being and 
successful transition toward death (AOT A, 2002). OT is unique in its ability to provide 
client-centered, holistic care through the use of meaningful occupations. Ultimately, the 
OT's role in palliative and hospice care is to "add life to days rather than days to life" 
(Marcil, 2006, p. 28). 
While Occupational Therapy provides a valuable addition to the hospice 
experience, measurement of progress or outcomes can be difficult as the result of care is 
death. The AOT A (2005) described the progress in a hospice setting as "acceptance and 
improved quality oflife ... even as a client's body systems and performance skills decline" 
(p. 672). Research cited in Pearson, Todd and Futcher (2007) indicated clients were 
happier when engaging in occupations and this increased their quality oflife (QoL). The 
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researchers explored available QOL measurement tools, which could be used by 
Occupational Therapists to measure OT outcomes and QoL of clients receiving end-of-
life care. These quality of life assessments provide a means for demonstrating the value 
of Occupational Therapy and use of occupations within an end-of-life care setting. A few 
of the instruments mentioned were Assessment ofQoL at End-of-Life (AQEL), 
Missoula-Vitas QoL Index (MVQoLI), Brief Hospice Inventory (BHI), Needs at the 
End-of Life Screening Tool (NEST), Care-Notebook, Palliative Care Assessment 
(PACA), City of Hope QoL Tool (CoH), Palliative Care Outcome Scale (POS), and the 
Client Generated Index (CGI). 
While each client is different and requires different types of occupations as 
interventions, the themes within the literature are the same. Clients who are at the end of 
their life cycle use occupation as a means of living a normal life, for use as coping 
strategies, a means to say goodbye by providing loved ones with tokens they have made 
such as crafts or goodbye letters, and as a way to remain as independent as possible. The 
literature is clear that occupation definitely has a place in hospice care. Often the reason 
that OT is not present within palliative care is due to the lack of understanding regarding 
what OT's role is within the hospice environment (AOTA, 2005). Through education and 
promotion, Occupational Therapy's place in this setting could be increased and would 
benefit clients partaking in hospice care as a means for transitioning in to death. 
There is evidence, as indicated in the literature review, that Occupational Therapy 
would provide benefit to clients and caregivers when facing end of life issues. Yet there 
is limited OT refelTal due to other disciplines lack of knowledge regarding Occupational 
Therapy's scope of practice. If OT could provide each hospice care client with an initial 
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evaluation, greater understanding and utilization of OT would occur. This would also 
lead to greater client QoL and client experience of good death. It is proposed that through 
increased awareness through education and promotion of Occupational Therapy's scope 
of practice, value, and place within the palliative care and hospice team, that OT services 
would be more utilized and valued within the medical community. The Occupational 
Therapy for Client Empowerment End-ol-Life Care Promotion Toolkit is located in 
appendix A. 
In the following chapter, the methodology utilized for gathering information and 
developing the product, Occupational Therapy for Client Empowerment End-ol-Life Care 




The idea for the scholarly project was formulated based upon discussions in an 
OT gerontics class regarding care of geriatric patients during the final phases of their 
lives. It was obvious from these discussions that Occupational Therapy would be 
beneficial for these populations within the hospice care context. Further exploration 
through conversations with OTs at a local health care facility, revealed that OT in hospice 
care was underutilized and a need was evident. We decided to focus on this need for 
completion of a scholarly project. 
A literature review was conducted through searching journal article databases. 
The databases searched included CINAHL, PubMed, OT Search, and 
www.OTseeker.com. Specific websites included in our search included the AOTA 
website and hospice and palliative care organization websites. Terms used for the 
searches included: Occupational Therapy and Hospice; Hospice; Palliative Care; 
Occupational Therapy; Occupational Therapy and End-of-Life Care; Occupational 
Therapy and Terminally Ill; and Occupational Therapy and Comfort Care. From these 
searches articles that focused on the role of OT within this area of practice were chosen, 
as well as articles that outlined the utilization of OT services, end-of-life care client 
perspectives, and articles related to funding within this context. From here it was 
determined that there was a need for increased knowledge and education regarding the 
25 
role of Occupational Therapy within the end-of-life care context; that OT was 
underutilized in this setting and had many roles to benefit clients within this setting. The 
next step was to obtain information specifically related to the utilization of hospice within 
our community. The authors contacted a local hospice organization and set up an 
informational meeting in order to verify or deny the information that was presented in the 
literature. The authors found that OT was not effectively utilized and likely 
misunderstood. Based upon these findings, an educational approach to increase utilization 
was chosen. 
The Doing-Being-Becoming Model was utilized to guide development of our 
project. These three concepts guided us in product development, concept formation, and 
presentation of progression of interventions within the end-of-life care setting. 
Additionally, the concepts build off of each other and simulate the progressive use of 
occupations as therapeutic tools for facilitation of a good death which is the ultimate 
outcome of OT services within this setting. Education on all components of utilization of 
OT services within the end-of-life care setting was produced using the Adult Learning 
Theory, in the form of Microsoft PowerPoint™ presentations and brochures for targeted 
audiences: 1) medical professionals and 2) clients receiving hospice care and their 
caregivers. The following pages contain an Occupational Therapy for Client Empowerment 
End-of Life Care Promotion Toolkit, for Occupational Therapy practitioners who are in a 
position to promote greater utilization of OT services within the end-of-life care setting. 
This Occupational Therapy for Client Empowerment End-of Life Care Promotion Toolkit, will 
include Microsoft Office PowerPoint™ presentations, which can be used for educational 
purposes toward specific audiences; brochures to supplement these presentations; 
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resources including funding information, assessments/evaluations for various stages of 
the process of care, web sites, journal articles and books that provide additional 
information on the role of OT within the end-of-life care setting. This information will 
also be stored on a CD that will be included within this toolkit for the OT to use and 
customize as needed. These resources will provide a means of persuading and informing 
these two populations of the benefit of incorporating OT services into this setting. 
The ability of the Occupational Therapist to promote mastery, control, adaptation 
over their illness and find closure while they are dying are important concepts of OT care 
in the hospice setting. By utilizing the toolkit, the intent ofthis project is to promote an 
understanding and better utilization of Occupational Therapy services in palliative and 
hospice care within the medical community as well as the public sector. Through greater 
OT involvement in this setting, the ultimate outcome is providing client and caregiver 




As the United States population continues to get older, the need for more holistic 
end-of-life care will be needed. Currently, hospice care in the United States is addressed 
most often by a care team consisting of a physician, nurse and social worker. The 
scholarly literature reviewed indicated that while these caregivers provide care to meet 
the basic needs of these clients, there remains a large component of care that is not 
addressed within this population including life role pmiicipation, engagement in 
meaningful occupations, reminiscent therapy, education on relaxation and coping 
techniques, education for caregivers, and availability of adaptive equipment. 
Occupational Therapists have the knowledge and skills to better serve the unmet needs of 
this growing client population (AOTA, 2005). The literature reviewed indicated that 
while OTs are able to provide the necessary treatments, their services are underutilized 
often due to misinterpretation of the role ofOT in an end-of-life care setting. 
Occupational Therapists need to respond to this underutilization by being proactive in 
promotion of their valuable skills through education of medical professionals and end-of-
life care clients/caregivers in order to be more active members of the hospice care team. 
In order to do this, the authors of this scholarly project have created a useable resource 
guide entitled: Occupational Therapy for Client Empowerment End-of Life Care Promotion 
Toolkit. The primary audience for this toolkit is an Occupational Therapist who wants to 
become more involved in hospice care. The toolkit contains resources to help them 
achieve this goal including educational component for the medical professionals and 
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hospice care clients/caregivers to increase OT utilization. The models/theories that were 
used to guide the development of our product included the Doing-Being-Becoming 
Model (Wilcock, 1999), and the Adult Learning Theory (Bastable, 2006; Knowles, 
Holton III, & Swanson, 2005). The use of the Doing-Being-Becoming Model helped to 
guide introduction of topics and progression through OT roles in the toolkit. This model 
proposes that typically humans are "doing" beings. We are driven to be actively engaged 
in occupations, which lead to development of meaningful roles and intrinsic motivation. 
In the case of the terminally ill, the transition from filling the role of a "doing" person to 
that of a "being" person can often be difficult. This transition, while part of the grieving 
process while dying, can be a meaningful experience if incorporated into treatment 
through OT intervention. By helping the client to see themselves as a being person, the 
client can begin to progress through the grieving process and begin to find new roles and 
meaning. This role of a "being" person provides the person with limited or diminishing 
physical capacity a chance to reflect on their former "doing" roles in order to finding 
meaning in their cunent life context. By retelling stories to loved ones or caregivers, 
sharing photographs or memorabilia the client is able to move toward finding closure 
within their cunent situation and begin to progress toward a "becoming" person. When 
the client becomes a "becoming" person, they are able to fully incorporate their "doing" 
and "being" selves into one. This occurs by providing a means for the client to remain in 
previous roles which provides them with a greater locus of control over their situation 
while still embracing the act of a "being" in order for them to see the benefits and 
meaning in both roles. The combination and equalization of the "doing" and the "being" 
lead to the "becoming" stage. Once the client has reached the "becoming" stage, the 
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client has reached full acceptance of their terminal status and has found new meaning and 
closure within their lives, ultimately peace with their situation. This concept is also 
known as facilitation of a providing a means for a "good death" (Lyons & Davis, 2002). 
The Adult Learning Theory helped to guide development of Microsoft Office 
PowerPoint™ presentations and brochures. This theory proposes introducing new 
concepts in an overview and then presenting these overviews in smaller parts. During 
presentation of the smaller parts of the whole, each concept is built off of the one 
presented prior. These patis are linked together in order to provide greater meaning 
toward the target audience. Activities were included within the presentations to foster the 
learning process and apply the individual's learning to present situations. We took into 
account adults may have their own ideas about OT, thus we aimed to educate and 
persuade them to come to a new understanding of OT in end-of -life care. 
In the following pages, the Occupational Therapy for Client Empowerment End-of-Life 
Care Promotion Toolkit will be presented. The resources included in the toolkit include 
Microsoft Office PowerPoint™ presentations, brochures, recommended 
assessments/evaluations, possible funding sources, additional resources (websites, journal 
articles, and books), and a CD copy of the provided resources within the toolkit. The goal 
of our product is to educate, inform and persuade medical professionals providing end-of-
life care and hospice care clients/caregivers on the value and benefits of utilization of OT 
services within this context, and give the OT recourses to increase to visibility of OT in 
end-of -life-care. This will ultimately lead to the outcome of increased OT referrals and 
utilization of OT services yielding increased client satisfaction within end-of-life care. 
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Education 
The educational component of the Occupational Therapy for Client 
Empowerment End-ol-Life Care Promotion Toolkit was created for two separate target 
audience: the medical professionals and the hospice care clients/caregivers. 
Implementation for these educational components varies by target audience. 
Medical Professional 
The medical professional educational resources include a Microsoft Office 
PowerPoint™ presentation with supportive brochure. The OT can use the educational 
materials at varying times according to need. The PowerPoint™ presentation is intended 
to persuade, inform and educate and therefore may be used as a reCUlTent in-service or as 
a means of initial education to promote the role of OT within the end-of-life care setting. 
Hospice Care Client/Caregiver 
Within the Occupational Therapy for Client Empowerment End-ol-Life Care 
Promotion Toolkit, the client/caregiver educational resource also includes a Microsoft 
Office PowerPoint™ presentation with supportive brochure. The OT should use these 
educational materials for current hospice care clients/caregivers who are in the initial 
stages of hospice care intervention. It is recommended by the authors that a 90-day 
rotating schedule be used in order to educate all new hospice care clients/caregivers as 
the average length of stay is typically 47 days. 
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Assessments/Evaluations 
Within the Occupational Therapy for Client Empowerment End-ol-Life Care 
Promotion Toolkit, a variety of proposed assessments are provided for use as initial 
evaluations, ongoing assessments and outcome measures. The assessments are organized 
according to the categories and should be used according to the therapists' discretion. It is 
vital that the OT utilizing these assessment tools be aware of the ever-changing needs of 
this population in order to be thorough in addressing the client's changing needs. 
Funding Sources 
Within the Occupational Therapy for Client Empowerment End-ol-Life Care 
Promotion Toolkit, grant funding sources for implementation of OT services within the 
end-of-life care context are provided. The implementation of these grants is dependent on 
the needs of the facility and the nature of the grants. They can be utilized for gaining 
funding for incorporating OT services that are not currently being implemented as well as 
for developing greater access and availability of services in a hospice care environment 
where OT is being utilized. 
Resources 
Within the Occupational Therapy for Client Empowerment End-ol-Life Care 
Promotion Toolkit, a multitude of resources are provided to assist the OT in providing 
evidence-based practice within the Hospice Care setting. Recommended websites, journal 
aIiicles, and books are provided in order to supplement the knowledge that the OT 
currently has and should be used as needed to strengthen and support the therapist within 
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• Understand the role of OT and uncover the current 
issues regarding OT's role in end-of-life care. 
• Realize how OT correlates with palliative and hospice 
approach to care. 
• Describe the needs that can be addressed by OT within 
end-of-life care. 
• Discuss the underutilization of OT services in end-of 
life care settings. 
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End-af-Life Care an The Rise 
• "Four out of five hospice clients are 65 
years of age or older and one-third of all 




According to the National Hospice and Palliative Care Organization (NHPCO) (2007) ... 
This means healthcare will have to expect palliative and hospice care client numbers to 
increase because the baby boomer generation is coming into this age category. How will 
end-of-life care be prepared for this with the amount of understaffing we have already? I 
will show how involving OT will solve this problem and be cost effective. 
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What is End-af-Life Care? 
• End-of-life care 
involves: 
• Palliative care 
.. Hospice 
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What is End-af-Life Care? 
• Palliative care philosophy: 
• Support system 
• Coping and 
bereavement services 
• Pain and symptom relief 
www.who.inc/cancerlpalliativeldefinition/en/ 
Why OT in end-of-life care? To understand this question it is helpful to look at the 
philosophies of palliative care, hospice care, and Occupational Therapy. You will see they 
. match well together. Palliative care philosophy: 
Provides a support system to help clients live as actively as possible until death to enhance 
quality of life. 
Helps the family cope during the client's illness and in their own bereavement. 
Offers pain relief and interventions for physical, psychosocial and spiritual concerns. 
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What is End-af-Life Care? 
• Hospice Philosophy: 
• Alert, pain-free life 
• Manage other symptoms 
• Dignity and quality of life 
at home or home-like ~~~8 
setting 
National Hospice and Palliative Care Organization (2007) 
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Why OT in End-af-Life Care? 
• OT philosophy 
• Facilitate greater 
independence in life-
roles 
• OT and end-of-life 
care are compatible 
• Facilitating a "good 
death" 
Facilitate greater independence in valued occupations/roles and increased quality of life: 
Achieved by looking at all aspects of the person, the environment, and social context. 
All philosophies focus on quality of life and a holistic approach to care, i.e .. Facilitating a 
"good death". 
Weisman (as cited in Chochinov, 2006) described a good death for the clients as having 
fear and loss of control minimized, maintaining a sense of identity, enhancing 
relationships, resolving interpersonal conflicts, and continuing to do things that are 
meaningful. Jacques and Hasselkus (2004) described a good death as doing the things 
that matter; getting everything in order for their death such as planning their funeral, 
taking care of finances, giving away things to loved ones, and reconciling with family; and 
accepting their death. 
OT is a Holistic approach to care like end-of-life care: OT is a discipline that will focus on 
areas including the physical, cognitive, social, psychological, spiritual, and contextual to 
help the client live the last days of life to the fullest possible degree. 
No other discipline focuses on occupations like OT. Remaining active in occupations 
while dying gives the client a sense of self-worth which matches with hospice and 
palliative care focus on maintaining the dying person's dignity. OT gives the client the 
opportunity to have control over their environment by helping them adjust to their 
decline while preparing for death. Hospice and palliative care are centered on this 
perspective as well. 
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Who is the End-of Life Client? 
• Age 
o Over 65 (81.4%) 
o 45-65 (14.10%) 





o End-Stage Liver 
Disease 
o End-Stage Kidney 
Disease 
o Dementia 




Statistically clients in end-of-life care are the elderly. Occasionally there are middle aged 
adults and children. 
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How can hospice help Jim? 
• Jim has cancer. He has a wife and two 
young children. He is an avid 
outdoorsman enjoying hunting and 
fishing. His physical function is declining 
rapidly, and he is unable to do the things 
he used to do. Jim worries about what 
will happen to his family when he dies, 
and he is slipping into depression. He 
feels he is not prepared for death. 
Here is a fictitious example of a client in end-of-life-care. Think for a moment what 
typical interventions would Hospice provide for this client. We will revisit Jim's case again 
at the end of the presentation . 
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Take 5 minutes to think of these questions and write down your answers 
44 




• Loss of roles/Independence 
o Pain and symptom 
management 
• Loss of physical abilities 
• Difficulty maintaining evolving 
relationships 
• Financial burdens 
• Feel helpless and have no 
control over their lives 
• Feel a burden to others 
• Loss of meaning 
Depression from loss of roles/decreased function can increase physical pain. The OT can 
find occupations and activities that will serve as a diversion to pain and give clients a 
purpose for their life until the end. Occupations also elevate anxiety. 
Loss of roles/independence- not able to fulfill all the duties of being a 
mother/father/grandma/grandpa due to physical limitations and pain. 
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How are OTs Qualified to Work in 
Palliative or Hospice Care? 
• "Personalized care 






to help the dying" 
(AOTA, 1998, p. 872) 
"Personalized care and engagement in occupations" are within the realm of the OT 
profession and that "Occupational therapy practitioners are uniquely qualified to help 
the dying person to engage in meaningful daily occupations within the hospice 
community of care" 
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How are OTs Qualified to Work in 
Palliative or Hospice Care? 
• OT curriculum has extensive 
coursework in: 
o Pediatric. adolescent. adult. and 
geriatric populations: evaluation & 
intervention 
o Anatomy and Muscle Function 
o Medical Science and Neuroscience 
o Psychology 
o Assistive Technology 
o Leadership and Teaching 
Knowledge of human development to deal with physical, emotional, cognitive, social, 
and spiritual issues of clients of all ages. 
Knowledge on how to train muscles to maximize function. 
Knowledge of disease progression to aid in intervention and anticipate problems before 
they occur. 
Knowledge of how illness affects the psychological response and equipped to provide 
coping skills, relaxation techniques. 
Knowledge of assistive technology to provide adaptive equipment to increase function 
and independence. 
Background in leadership and teaching helps OTs be effective in advocating for the client 
and their needs, and also educating the client and caregiver. 
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How Can OT Work with the End-of 
Life Care Team? 






Many professions may be unclear as to what aT is and the role of aT. Because of this, aT 
is underutilized in palliative and hospice care so I want to provide an overview of this 
profession. 
aT works with people of all ages to guide them in reaching their full potential, and 
maximize functional independence in daily activities: {including self care, meal 
preparation, leisure, play, social participation, financial and home management, 
education, and work} . 
aT's work with the Physical, Cognitive, Psychological, and Psychosocial issues to help 
maximize their strengths and compensate for their deficits in order to complete 
occupations that are important to them. 
aT stresses the importance of occupations to an individual. Occupations are anything a 
person does that has purpose and/or meaning. When a client is unable to perform 
valued occupations they lose a sense of identity and self worth. aT looks at ways to 
adapt occupations to allow participation or incorporates new occupations to challenge 
the individual and thus increasing the client's quality of life. 
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OT Helps the Client ... 
• Perform essential roles 
· Find meaning in 
occupations/activities 
· Reach individual 
potential 
· Maximize functional 
independence 
Use of functional activities, coping strategies, adaptive equipment, and assistive 
technology to aid clients in performing their essential roles and completing daily 
activities. We want the client to live the life they have left to the fullest possible, and 
increase the quality of life to the highest possible given the circumstances. 
49 
OT is about ... 
• Doing 
o Engaging in occupations 
• Being 
o Being one's self 
o Reaching one's full capacity 
o Having a sense of autonomy 
• Becoming 
o Self-actualization 
o Having a sense of peace 
Wilcock (1998) 
In end-of-life care Doing in OT means-Helping clients do what they normally do, along 
with activities to prepare for death. 
Being- allowing the client to be in control of their lives and be themselves despite their 
illness through the dying process. Facilitating their ability to utilize their personal 
strengths and capacities as fully as possible. 
Becoming- facilitating the client's acceptance of death, and a feeling of satisfaction with 
life so far, and where they are going. 
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Underutilization of OT in 
End-of-Life Care 
• Medicare certified 
hospice programs 
are required to have 
an Occupational 
Therapist available 
• OT is often viewed 
as rehabilitative but 
it's much more! 
Due to limited amount offunds for Hospice care, funds are often lumped together and 
services prioritized. aT is not always seen as a priority. The value of aT for clients in this 
setting is not recognized. 
Currently aT is mostly utilized in order to provide adaptive equipment for bathing or 
toileting. This is only a limited scope for aT involvement in this setting. A reason aT may 
receive little referrals in end-of-life care might be due to the medical community's 
misconception that aT is only rehabilitative. aT's work in areas of prevention, wellness, 
and improving quality of life. 
aT in this setting helps the client complete occupations to prepare for a good death and 
alleviate pain/depression. 
aT gets clients involved in daily activities which gives them increased endurance, energy, 
independence, and improves their quality of life. Improved QoL is the goal for all of us on 





OT's Role Pain/symptom 
management 
• Provide psychological 
support 




• Providing adaptive 
equipmentlassistive 
technology 
• Facilitating a "good 
death" 
Pain management-through positioning, instruction on jOint protection and energy conservation, 
and applying physical agent modalities. 
Psychological support- active listening, facilitating client life review. Also guided imagery, 
relaxation techniques, and coping skills training. 
Home modification- for energy conservation, safety. 
Caregiver education and support- caregivers often have difficulty continuing to meet all their 
obligations while taking on added responsibilities of care-giving; and maintaining the stamina to 
care for their loved one. 
The caregiver takes on an increasing emotional toll as a result of managing financial issues of 
their loved one now and in the future. Caregivers often report increased distress due to seeing 
their loved ones suffer. Caregivers are also afraid of hurting the client or themselves so OT 
provides training on proper transfer techniques and bed mobility to prevent strain/injury to 
themselves and client. OT educates caregivers on how to support their loved one, help them 
cope with their role and feelings of loss, and instruct on energy conservation for the caregiver. 
OT focuses on the caregiver as much as the client. 
Prevention- promote healthy living and healthy relationships, prevent depression, prevent falls 
and further injury through home modification and adaptive equipment, and instructing clients on 
proper use of mobility devices. Falls from improper use of mobility devices can lead to hip 
fractures and further decrease the client's QoL. OT can also provide Iymphodema care and 
dysphagia services as needed. 
Facilitating a good death- Help clients with tasks for preparing for their death through activities 
to provide closure such as planning for the funeral and expenses, saying goodbye to loved ones, 
and accepting their death. 
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" 
OT Interventions Used In 
End-of-Life Care 
• Functional activities 
• Reminiscence therapy 
• Therapeutic activity 





• Continuously adapt to 
declining function 
• Play therapy for children 
Functional activities to keep the client active and doing something meaningful increases 
their quality of life. 
Reminiscence therapy- Help clients reflect on the past and reconcile differences with 
people, forgiving themselves and others. 
Therapeutic activity- Use journaling, writing letters to people, making something that 
has meaning to give to family as a legacy. It helps clients to be able to contribute 
something of value to pass on to others (such as a dying mother making a video to be 
given to a daughter on her wedding day so the mother can give her wishes and be there 
in spirit). 
Coping skills tra ining/stress reduction for the client and caregiver. 
Activity simplification/energy conversation/Adapt for declining function by finding new 
occupations or adapting old ones, environmental modification, adaptive equipment, 
assistive technology. Things to make occupations easier to complete and that the client 
will be able to do things on their own (doing things themselves so as not to be a burden 
is important to clients). Structure the day to conserve energy. Doing an activity for 10-15 
minutes and then resting. 
Play therapy- to help children cope and discuss their fears and relate to others. Play is 
their natural occupation that aT wants to maintain as long as possible. 
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Potential Problems with 
End-of-Life Care 
• Clients isolated and lack participation in 
occupations/activities 
• Poor symptom control 
• Not enough time or staff to care for 
clients 
• Hospice volunteers who cannot meet 
client needs for skilled services 
Providing occupations that are the just right challenge for the client will keep them from 
being disengaged and thinking about their pain. Doing something; even light activity 
makes a person feel better. Occupations is a form of symptom control along with 
relaxation techniques, and proper positioning. 
There is not enough time to provide all the support that is needed, and not enough staff 
for the amount of clients, and the time it takes to travel to homes makes staff stretched 
thin. 
Some volunteers are qualified such as a retired nurse, but according to a study by Payne 
(1998) many provide nursing or bereavement services without proper training. Payne 
also states sometimes hospices trains volunteers on bereavement support but it is more 
difficult for volunteers to establish personal boundaries than skilled staff in delivering 
this service. Also, the training given at hospice cannot compete with professional 
academic training in higher education. 
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How OT will Benefit Other 
Disciplines 
\ , 
• Reduce the cost of 
healthcare 
o Prevention 
'o\ • Reduce the workload 
on other diSciplines 
• Serve as liaison 
between client and 
the team 
Frost. 200 I ;Pizzi & Briggs. 2004; Payne. 
I 99B;Trump. 200 I; Schlismann. 2008 
-Involvement in occupations and client! caregiver education can increase endurance and energy 
which can in turn decrease the likeliness of injury from falls due to weakness or improper use of 
a mobility device requiring further hospitalization from a hip fracture, by providing adaptations 
to the clients routine/environment and providing assistive technology/adaptive equipment. Falls 
can lead to decreased mobility because of fear of falling again, depression, and loss of 
confidence. 
-Adapting the environment so the client can be more independent, and educating the caregiver 
to do tasks reduces the number of nursing and social worker visits. Caregiver and client 
education on proper bed mobility, transfer techniques, and frequent position changes, will 
prevent clients from developing decubiti ulcers requiring a higher level of care and therefore, 
cost, and decreased QoL for the client. 
-Balance the utilization of team members- Nursing staff and Social Workers are stretched thin as 
it is. Having OT would allow team members to do their job instead of taking on other roles when 
an OT is not involved. 
-Some problems are beyond what the team can address and if OT is not on the team an outside 
agency has to be contacted and paid for. Having OT on the team will save time and reduce costs 
in the long run. Because OT contributes to quality of life through occupation and increasing one's 
coping skills, OT can decrease the likelihood of the need for crisis intervention which is costly. 
Through OT interventions client's have a sense of mastery and control and feel good about 
themselves. OT can save on expenses by training volunteers to carry out nonskilled 
interventions. Involving volunteers in the treatment plan will also fulfill the requirement for 
Medicare reimbursement which requires a percentage of volunteers equal to the paid staff 
hours. 
-Providing meaningful occupations to clients will make them will be happier and less anxious 
thus reducing the amount of medication needed and psychological services needed. 
-Uaison- OT's are skilled at making use of each of the team member's abilities to the best 
advantage for the client and utilizing the skills of all staff in the best efficient way. 
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Client-Centered Practice Involves 
OT in End-of-Life Care 
• Offer at least one OT evaluation and 
follow-up for each client 
aT realizes funding is slim in hospice, but all clients in this setting deserve the 




How can OT help Jim? 
• Jim has cancer. He has a wife and two 
young children. He is an avid 
outdoorsman enjoying hunting and fishing. 
His physical function is declining rapidly, 
and he is unable to do the things he used 
to do.Jim worries about what will happen 
to his family when he dies, and he is 
slipping into depression. He feels he is not 
prepared for death. 
Now that you've had a chance to learn more about the role of aT, what more could be 
done for this client than you previously chose for him. Refer back to your original 
treatment plan and see if you were missing any components of case that could be met 





• OT is currently underutilized 
• OT has the knowledge and training to be 
effective team member 
• Completing valued occupations increases 
quality of life 
• OT is cost effective and reduces the 
workload on other staff 
Underutilization- not serving the clients well if not providing all services available. 
OT's Knowledge will make sure interventions are appropriate for the clients' current 
function and anticipate changes to be made as the clients declines. 
Occupation increases quality of life- this is the core belief of OT and matches the 
philosophies of palliative and hospice care. This proves how OT should be an integral 
part of the team. OT can increase the client-centered focus of end-of-life care. OT is a 
profession that has the capability to maximize the skills of all team members to work 
together for the client. 
Staff in palliative and hospice systems are overworked and don't have the time to do all 
that should be done for their clients. OT can help fill this gap and reduce costs at the 
same time through prevention and better utilization of all services. Also, client and 
caregiver training can alleviate the number of visits needed by all staff. 
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-
How will you make OT a 
part of your client's life and 
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OT's Role in 
End-of-Life Care 
• Initial evaluation & ongoing 
assessment 
• Address safety issues and 
concerns 
• Pain/symptom management 
• Home modification 
• Recommendation of adaptive 
equipment 
• Caregiver education and 
support 
• Prevention of secondary 
symptoms 
• Play therapy for children 
• Coping skills training 
• Stress reduction 
• Reminiscence therapy 
Pictures obtained from: 
Microsoft Office Clip ArtTM 
Referrals to 
Occupational Therapy ... 
OT will increase 
your client's quality of 
life in order to promote 
living life to the fullest 
until the end. 
An OT Ready to Provide Care: 
Placeholder for Business Card 
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OT in End-of-Life Care 
• Helps clients to perform 
essential roles in their lives 
• Helps clients gain a sense 
of autonomy 
• Helps clients complete 
occupations that are 
important to them 
• Helps clients live life while 
preparing for death 
• Restores clients ' life 
purpose and meaning 
throughout the dying 
process 
OT Qualifications for 
Providing 
End-of-Life Care 
Extensive training in: 
• Pediatric, adolescent, adult 
and geriatric populations 
• Anatomy and muscle function 
• Medical Science and 
Neuroscience 
• Psychology 
• Assistive Technology 
• Leadership and Teaching 
• Biomechanics 
• Ergonomics 
• Activity Analysis 
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'EducationaC Cornyonent 
CCient & Caregiver 
65 
I 
Occupational Therapy within Hospice: 
Client Empowerment 
By Emily Johnson, MOTS 
& 
Sarah Landsem, MOTS 
-' 
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1 I , I 
Within every person is a distinct 
and unique being that is unlike 
any life that has existed or will 
ever exist again. 
-AOTA (1998, p. 872) 
~ ! 
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To provide information about 
Hospice Care and benefits of 
having Occupational Therapy 
services in Hospice Care. 
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Audience will learn about the: 
• Philosophy of Hospice & fit with aT 
• Composition of the traditional hospice care 
team 
• Role of aT in the hospice care setting 
• Benefits of receiving aT in the hospice care 
setting 
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• Hospice Care Philosophy: 
Designed to provide sensitivity and support for 
people in the final phase of a terminal illness. 
Seeks to enable clients to carryon an alert, 
pain-free life and to manage other symptoms so 
their last days are spent with dignity and 
quality of home or in a home-like setting. 
-National Hospice Organization (1996) 
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• Hospice Goal: 
To assist the patient in living as comfortably 
and fully as possible at home. 
http://www.wregiona1.com/body.cfrn?id= 1 06 
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• Hospice Care Team 
• Clergy or other counselors; 
• Home health aides; 
• Hospice physician (or medical director); 
• Nurses; 
• Social workers; 
• Trained volunteers; 
• personal physician; 
• Speech, physical, and occupational 
therapists . 
.-------=--http;.J-J-www.Garinginfo.org.Ll.iving-WithAnIlInessI-HospiGe/-l.heHospi<2e:feam.htm 
Do you feel that you are a integral part of your hospice care team? What impact does 




• Coordinates team care for patients 
• Provides direct patient nursing care 
• Provides patient and family education 
Social Worker 
• Provides advice and counseling to both patient and family 
• Works with team with understanding of family dynamics 
• Accesses community resources 
Physician 
• Provides phYSician care 
• Approves team health care plan for patient and family 





• Social Worker 
• Physician 




• Religious! spiritual counselor 
http://www.health.state.ri.us/ disease/ cancer 
/ hospicecarc.php 
• Provides assistance with personal hygiene, such as bathing, shampooing, shaving, nail care 
Homemaker 
• Provides light housekeeping and meal preparation 
Volunteer 
• Provides emotional support 
• May offer services such as shopping, babysitting, and car pooling 
• If you are interested in volunteering with a hospice provider, click here to find a hospice near you. 
Physical, Occupational, and Speech Therapies 
• Help patients develop new ways to conduct everyday tasks that may have become difficult, such as walking, dressing, bathing, or feeding oneself. The role of 
OT is often misunderstood and therefore referrals are not made. The OT can address much more than what was just stated. The hospice care client may have 
other life roles that are meaningful to them that require intervention that the other team members have not addressed, which would be vital to increased Qol 
and meaning throughout the remainder of their lives . 
Religious/Spiritual Counselor 
• Clergy and other sp iritual counselors are made available at the patient's request. 
Continuous Care in the Home 
• Under special circumstances nursing care may be provided in the home from eight to 24 hours per day. 
24-hour on-call Availability 
• A member of the team is on call and available 24 hours a day, seven days a week. 
Respite Care 
• The patient may be temporarily put into care of an in-patient facility to provide relief for family members. 
Medical Appliances and Supplies 
• Necessary medical appliances and supplies may be made available to the patient and family, including drugs and biologicals. 
Bereavement Support 
• A team member works with the family to deal with the loss of a loved one and the process of grieving. 
• Bereavement programs are often open to anyone who has experienced a loss, regardless of their use of hospice care. 
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Occupational 
Therapy is provided 
to increase quality 




What does that mean exactly? Occupation ~sed in these terms is quite different than 
many realize. What do you think occupation consists of? 
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• Many clients receiving Hospice services are 
not aware that OT is a covered service. 
• Use of Occupational Therapy in Hospice often 
is under-used. 
• Use of Occupational Therapy in Hospice 
provides clients with greater satisfaction with 
life, greater independence, and greater control 
over their situation. 
• Occupational Therapy is also provided for 
family members who are providing care. 
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• What are the current concerns, needs and problems in your life or 
the life of your loved one? 
• What aspects of Hospice Care are currently working well for you 
and your family? 
• Do you have any unmet needs? 
• Are you or your loved one currently receiving Occupational Therapy 
intervention as part of your Hospice Care experience? 
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• Roles 
• What roles are most satisfying to you on a daily basis? 
• Family Rituals 
• What family rituals do you wish to preserve during Hospice? 
-Pizza & Briggs (2004) 
What roles do you have and find most satisfying on a daily basis? "Finding satisfaction 
and meaning within the role of having a terminal illness is often the biggest challenge for 
clients {Carey, 1975}. The OT can help with this challenge by facilitating continuation of 
roles as possible through adaptation of context. 
During your group discussion, did any of you talk about loss of roles as an issue? If not, 
do you feel that this is an issue that you face? Please share ... what is difficult about losing 
these roles? Are they vital to your QoL, why or why not? 
Occupational Therapy can assess and provide a way for clients to continue with family 
rituals such as going on family outings, sitting up for meals, and engaging in 
leisure/recreational activities to encourage the physical components listed above. 
Family rituals are often overlooked during the Hospice care experience. Do you feel that 
these family rituals serve a purpose within your care, why or why not? 
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• Assess a Client's Physical Needs 
• Functional Activities in daily life, plus: 
• Physical endurance 
• Energy 
• Independence in daily activities 
• Quality of Life 
• Prevention of secondary problems, such as: 
• Falls 
• Loss of meaningful roles 
-Pizzi & Briggs (2004) 
Physical decline is a common complaint within the terminally ill population. Referring to 
your compiled list, how many of you listed this as a concern? Does anyone of you who 
raised your hand currently have interventions incorporated into your daily care to meet 
this concern? Please explain further ... or why do you feel that this is not addressed? 
Physical assessments need to be completed on a daily basis as physical decline occurs at 
different times. 
By providing exercises, the client's have increased physical endurance, energy, 
independence in ADLs, QoL, and a potential for decrease of secondary problems such as 
falls/loss of roles as the physical needs are addressed and evaluated in each OT visit. 
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• Assess a Client's Pain 
• Positioning 
• Joint Protection 
• Energy Conservation 
• Physical Agent Modalities 
• Performing Meaningful Occupations ~ 
f' 
/ 
o.Ke~ley-'& McIntyre (2005), Rahman...(2-.QQQL 
Again, in your groups, how has pain impacted your QoL during your illness? What is 
currently being provided to you for pain management? Call on someone and have them 
explain or share their experiences. Ask if anyone else has had the similar experience. Do 
they want to share or ella borate? 
Pain management is a huge concern for client's in Hospice Care. By assessing the client's 
level of pain and times of pain, the aT can address issues specific to the client. 
-Providing proper positioning in bed, while in sitting or carrying out activities can provide 
a way for pain relief. Providing proper cushioning and supports that fit the client are 
beneficial. 
-Home modification and caregiver training are also effective tools contributing to pain 
management (Rahman, 2000). Education on joint protection and energy conservation 
are also important components of pain management as they allow the client to continue 
to carry out meaningful activities in a manner that is less painful for them. 
-Using PAMs is another option for pain control. Hot, cold and electrical intervention 
(TENS unit) are a means for pain management which can be used by the aT. 
- Also using occupation as a means to control pain has been documented in research to 
be beneficial for pain control. A hospice client in a research article by Rahman (2000) 
indicated that he liked to make birdhouses in his workshop prior to his illness. Through 
working with his aT he was able to return to this leisure activity. The client indicated that 
when he was working on his birdhouse he was not aware of the pain as he was so 
involved in the task he was no longer aware of it while engaged. 
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• Assess a Client's Pain - Psychological/Emotional 
• Depression/ Anxiety 
• Lost Roles 
• "Soul Pain" 
Occupational Therapy is also able to provide psychological intervention in conjunction 
with aT-based intervention. 
Through assessment/evaluation the aT is able to match the client to occupations that 
are meaningful and fulfilling. These occupations/activities also provide pleasure 
(endorphins) which act as pain relievers as well. 
Restoring control over lost roles is also an asset to having aT in Hospice Care. The aT can 
complete a task analysis and provide modified ways for the client to remain in their 
valued roles for as long as possible in order to increase their independence. 
Spiritual Support is also part of aT practice. Spiritual support provided by aT can take 
many forms and is also client specific. The aT is able to listen and provide direction for 
the client. Specific occupations can be geared toward spiritual exploration or closure. 
By providing intervention specifically geared toward the client regaining control over 
what they can, the client is able to decrease anxiety as they are more able to complete 
the grieving process and find closure. 
Relaxation and stress management through meditation, progressive muscle relaxation, 
coping strategies, music, aroma therapy and environmental adaptations. (Miller, J. & 
Hopkinson, C. (2008). A retrospective audit exploring the use of relaxation as an 
intervention in oncology and palliative care. European Journal of Cancer Care. 
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• Information for 
depression and anxiety 
• Relaxation Techniques 
• Exercise 
• Creative Activity 
• Coping Activities 
• Life Role Participation 
• Remembrance Activities 
How many of you currently find that you have some form of depression, low mood or 
anxiety? It is very common to be experiencing these types of feelings. How do you deal 
with these issues currently? Are they goals of your Hospice Care? Have they been 
discussed? Have some of the audience share ... 
Addressing depression and anxiety is a major component to a successful transition 
throughout the dying process. 
Education and training in relaxation techniques also has an added benefit of helping the 
client to see the causes of the stressors and be able to counteract them before they get 
too great. Additionally, being active helps you challenge your mind and body to engaging 
in activity. This is known to release endorphins which also promote well-being. 
Remembrance tokens are an occupational based activity where the client (you) can 
partake in creating a special project (craft, picture, video, write a letter, leave a memento 
with a note) to leave for a loved one, friend or family member. These are beneficial in 
helping the client to find meaning and closure throughout the last days of their lives. 
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• Resume Lost Roles 
• Home assessment for: 
• Home Modification 
• Assistive Technology 
• Adaptive Equipment 
• Caregiver Involvement 
All of the previous concerns and symptoms can lead to not being able to fulfill meaningful roles 
that previously were a part of your life. Loss of roles can be very troubling. This can lead to a 
feeling of loss, depression/anxiety, guilt, anger and defeat or loss of control. Does this sound 
familiar? Or is this a concern? OTs can help to alleviate some of these feelings by offering 
solutions to losing roles and helping the clients and their families to identify ways of retaining 
roles that are meaningful. 
By evaluating the home and creating a asset challenge assessment, the OT is prepared to offer 
solutions to current functional mobility problems and decreased independence in life 
tasks/occupations. Once the home assessment has been completed, the OT can begin to make 
recommendations/suggestions and changes per the discretion of the client and caregivers. 
Arranging the home to be more accessible and easily used by the client is often a priority. Access 
and ability for the client to care for themselves is usually a top priority. 
Assessing ability to dress, bath and toilet is part of this process. 
Adaptive equipment and techniques for ease of completion can be beneficial for increasing 
independence. Examples are: Involving the caregiver throughout this process is vital as they will 
be the ones facilitating these tasks on a daily basis. The caregiver must be In trained on the 
proper and safe methods for transfers, assisting the client and how to use the adaptive 
equipment. 
Another component to lost roles is being able to facilitate the client to go on outings with 
family/friends as able. Troubleshooting and problem-solving are part of the IT intervention for 
the task to be completed. Once complete, the OT can make recommendations in order to either 
partake in the outing or bring as much of the outing as possible to client if unable to venture out. 
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• Soul Pain is addressed through: 
• Occupation as a Means 
• Leisure Activities 
• Recreational Activities 
• Remembrance Activities 
• Spiritual Support 
• Involving family and community 
supports 
Marcil (2006); Rahman (2000 
A hospice client explained soul pain as ... "it's so deep it's in your being, your very being, 
it's deeper than emotional pain. A pain of people who may not have a feeling that there 
might be an afterlife and feeling like f am disintegrating, f am going - and f don't want 
to." (Rahman, 2000, p. 811) 
Has anyone here ever experienced what this man referred to as soul pain? 
The process of addressing soul pain is difficult. The first step according tothis researcher 
is to support the caregivers. The reason being is that often the caregiver can project their 
pain to their loved one resulting in greater distress of the patient. 
Engaging the client in activities that he/she can control is next step. The ability for the 
client to be able to make choices, regardless of how simple/complex they are, often 
contributes to decreasing pain as it allows greater control over the situation and 
provides a way for the client to maintain some of their lost roles. 
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• Education • Psychological/Emotional 
• Home Modification • Relaxation 
• Safety Training • Grieving 





Was this a concern for anyone? Why or why not? 
As previously mentioned, addressing caregiver needs is a huge part and number one 
step to decreasing client pain. Examples of caregiver support (Rahman, 2000, p. 811) are: 
helping a mother to hold her dying child comfortably, teaching caregivers about energy 
conservation as well as providing them with emotional support by being there to talk or 
address concerns that arise. 
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• Spiritual Meaning: 
• How do you currently address your spiritual needs? 
• OT can assist by: 
• Engagement in activities to create meaning, gain control, and nourish the 
soul. 
• Examples include: 
• Expressive arts, taking outings, peer support 
-Rose (1999) 
How do each of you currently address spiritual needs? Ask for examples or concerns. 
Spirituality is a very individualized experience. It can be religious in nature or determined 
by what's meaningful to you personally. 
Two definitions suggested by Andrew Rose were 1) spirituality is the experience of 
meaning in everyday life and 2) spirituality relates to our thoughts, feelings, and actions 
concerning the meaning that we make of our daily lives. 
The use of spiritual intervention in an OT setting is to carry out activities of spirit in order 
to help create meaning, gain control and nourish the soul (p. 307). Proposed activities 
include reading, expressive arts, visiting museums and galleries, music, walking and 
retreating to nature, gardening and letter writing. 
Other ideas that were shared included use of talking/listening sessions for exploration of 
current state of life; guided questions to establish goals/motivation for day to day living; 
inquiry into daily socialization/religious participation to see if a need exists for 
intervention for promotion of these activities; and organization of meetings with 
religious/family members to increase spirituality in life. 
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• Vital Team Member 
• Medicare Approved 
• Holistic Approach to Care 
• On-going Assessments 
• Client and Caregiver Focused 
• Facilitate Greater Independence and Quality of Life 
• Promote Living Life Fully 
• Facilitate Grieving and Closure 
After exploring the roles of the OT in this setting, the benefits and values become 
apparent. 
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• Please split into groups of four people each. 
• Based on your self-reflection at the beginning of this presentation, 
discuss your top concerns with the group if you feel comfortable doing 
so. 
• After hearing the presentation, are there current unmet needs that you 
feel could be addressed by an Occupational Therapist? 
• If your answer is yes or maybe, please list these needs on the form that 
is labeled "Current OT Needs". 
• Discuss what you have written with your group members. If you don't 
feel you are in need of OT services at this time, please share your 
reasons for this as well. 
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• Occupational Therapy can be beneficial for improving Quality of Life 
for persons who are terminally ill and their family members. 
• OTs are able to address concerns that are often not met by other 
members of the Hospice Care team. 
• Providing mastery, adaptation, acceptance and closure throughout the 
Hospice Care experience are the main goals of OT intervention. 
• Referrals to OT are often minimal, as the Physicians and clients are not 
aware of the needs or that OT is available. 
• Asking for any service can be challenging; however; by presenting the 
form you completed, you are better prepared to address these issues 
with your Physician or primary care provider. 
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Ell1powerll1ent: 
Your right to personalized care 
Do you need Occupational Therapy? 
Many clients in Hospice Care may be in need of Occupational Therapy and not know it. 
Occupational Therapy provides client-focused care to promote independence, control and 
dignity in the face of a terminal illness. In addition to client-focused care, Occupational 
Therapists are also educated to address caregiver concerns. Education, training, and 




When assessing or evaluating the client who is terminally ill, many considerations 
must be taken into account. Due to the unique situation of end-of-life care, showing 
progress or outcomes for reimbursement purposes often proves difficult as the client is 
not going to be progressing but rather, slowly becoming more impaired. Within this 
setting, the assessments should be relatively short in nature due to the fraility of the client 
while addressing losses but also noting remaining strengths (Boog & Tester, 2008). In 
order to accomplish this, researchers Pearson, Todd and Futcher (2007) determined that a 
quality of life (QoL) measurement tool could encompass these qualities in order to prove 
the value of OT intervention. An additional component that Pearson et al. (2007) suggest 
is finding a tool that can be rated by the client being assessed. According to Pearson et al. 
(2007) the QoL tools should also be able to assist in identification and prioritization of 
problems, facilitate communication, and promote a shared decision making processes. 
Clients have reported that the process of assessment can be therapeutic in nature. This is 
helpful within the end-of-life care setting as assessments may need to be conducted more 
than once to address declining health. 
The evaluations and assessments in this toolkit are intended for use in initial 
evaluations, ongoing assessments, and/or outcome measures. They were chosen based 
upon their ability to be client-centered, short administration time, reliability and validity, 
and ability to address multiple areas of concern. 
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Brief Hospice Inventory (BID) 
Purpose: To determine the needs and attitudes of the client in order to guide 
interventions. It can be used as an initial assessment, for ongoing assessment, and 
outcome measures. 
Description: The inventory consists of 17 questions that are rated on a likert scale. It 
combines measures of what patients identify as the most common physical and 
psychological symptoms and items on their general quality of life, such as attitudes 
related to hospice care, satisfaction, and overall quality of life. It also has a professional 
caregiver survey asking the same questions about their perception of the client's 
experiences. 
Reliability: Test-retest reliability will vary due to the declining function of the client. 
Validity: This assessment was rated as valid for use in Occupational Therapy in a 
hospice setting by Pearson, E., Todd, 1. G. & Futcher, 1. (2007). How can occupational 
therapists measure outcomes in palliative care? Palliative Medicine 21,447-485. 
Source: Guo, H., Fine, P.G., Mendoza, T. R. & Cleeland, C. S. (2001). A preliminary 
study of the utility of the Brief Hospice Inventory. Journal of Pain and Symptom 
Management, 22(2), 637-48. 
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Canadian Occupational Performance Measure (COPM) 
Purpose: This clinical outcome measure was developed by Occupational Therapists in 
order to provide a client-centered approach to detect changes in the client's perception of 
well-being and progress over time. 
Description: This outcome measure was developed according to the Canadian Model of 
Occupational Performance. The measure has three subareas, which are part of an 
interview format and include self-care, productivity and leisure. The client identifies 
current occupations in each area and their satisfaction with their ability to carry out these 
occupations. The client rates the activities at the beginning of intervention as well as at 
the end in order to see if their perception of performance and satisfaction changed over 
time with the development and implementation of client-centered goals. 
Reliability: Test-retest reliability at 1 and 2 week intervals ranges from 0.63 to 0.89 for 
performance and from 0.76 to 0.88 for satisfaction. 
Validity: The COPM has been shown to be responsive to self-perceived occupational 
performance over time. The COPM has research studies to prove it to be a valid measure 
across many populations. 
Source: Canadian Association of Occupational Therapists, CTTC Building 3400-1125 
Colonel By Drive, Ottawa, ON KIS 5RI, Canada Tel.: 800-434-2268, ext. 236 Fax: 613-
523-2552 
References: 
Carswell, A., McColl, M. A., Baptiste, S., Law, M., Polatajko, H., & Pollock, N. 
(2004).The Canadian Occupational Performance Measure: A research and clinical 
literature review. Canadian Journal of Occupational Therapy, 71,210-222. 
Parker, D. M., & Sykes, C. H. (2006). A systematic review of the Canadian 
Occupational Performance Measure: A clinical practice perspective. British 
Journal of Occupational Therapy, 69,150-160. 
Schultz-Krohn, W. (2007). Assessments of Occupational Performance. In Asher, I. E. 
(Ed.). (2007). Occupational therapy assessment tools: An annotated index (3rd 
ed., pp. 33-34). Bethseda, MD: AOTA Press. 
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Missoula-Vitas Quality of Life Index (MVQOLI) -Version 15R 
Purpose: To measure client's quality of life in order to assist the therapist in 
understanding the client's perception on function and well-being in order to guide 
intervention. 
Description: The MVQOLI has 15 questions about 5 dimensions or domains of quality 
of life: Symptoms, function, interpersonal, well-being, and transcendence. Clients rate 
satisfaction and importance of these areas on a likert scale. Repeat administrations of the 
MVQOLI are recommended to monitor changes in patient quality of life. 
Reliability: Test-retest reliability will vary due to the declining function of the client. 
Validity: This assessment was rated as a valid for use in Occupational Therapy use in a 
hospice setting by Pearson, E., & Todd, J.G., & Futcher, J., (2007). How can 
occupational therapists measure outcomes in palliative care? Palliative Medicine 21, 447-
485. It has been reported this assessment was moderately to strongly relevant in assessing 
clients' quality of life (Schwartz, Merriman, Reed, & Byock, 2005). 
Source: VIT AS Healthcare Corporation, Miami, FL and Ira R. Byock, MD, Missoula, 
MT. 
References: 
Byock, I. R., & Merriman, M.P. (1998). Measuring quality of life for patients with 
terminal illness: The Missoula-VIT AS quality of life index. Journal of Palliative 
Medicine, 12,231-244. 
Schwartz, C.E., Merriman, M.P., Reed, G., & Byock, I. (2005). Evaluation of the 
Missoula-VIT AS quality of life index -revised: Research tool or clinical tool? 
Journal of Palliative Medicine, 8(1), 121-135. 
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Occupational Performance History Interview-II (OPill-II) 
Purpose: This was based upon the Model of Human Occupation (MOHO) with the 
purpose of obtaining a broad, in-depth look at the clients' life history, specifically related 
to diagnosis or illness. It also rates the clients' competence, identity, and impact of 
occupational behavior settings. 
Description: Five topic areas are addressed through a semi structured interview 
including; occupational roles, daily routines, occupational behavior settings, 
activity/occupational choices, and critical life events. The interviewer rates the answers 
using 4-point rating scales (4 = exceptionally competent occupational functioning; 1 = 
extreme occupational dysfunction). 
Reliability: Information of reliability is limited; however, the second edition has made 
adjustments to the rating information in order to increase inter-rater reliability. 
Validity: The OPHI-II has been shown to detect differences in occupational performance 
according to a Rasch analysis. 
Source: Model of Human Occupation Clearinghouse, University of lllinois at Chicago 
Department of Occupational Therapy (MC 811), College of Applied Health Sciences 
1919 West Taylor Street, Chicago, IL 60612-7250, Tel.: 312-413-7469, Fax: 312-413-
0256, Email: moho c@yahoo.com, Web site:www.moho.uic.edu 
References: 
Kielhofner, G. (2002). Model of Human Occupation: Theory and application (3rd ed.). 
Baltimore, MD: Lippincott Williams & Wilkins. 
Kielhofner, G., Mallinson, T., Forsyth, K., & Lai, J.-S. (2001). Psychometric properties 
of the second version of the Occupational Performance History Interview. 
American Journal of Occupational Therapy, 55, 250-267. 
Mallinson, T., Mahaffey, L., & Kielhofner, G. (1998).The Occupational Performance 
History Interview: Evidence for three underlying constructs of occupational 
adaptation. Canadian Journal of Occupational Therapy, 65, 219-228. 
Schultz-Krohn, W. (2007). Assessments of Occupational Performance. In Asher, I. E. 
(Ed.). (2007). Occupational therapy assessment tools: An annotated index (3rd 
ed., pp. 43-44). Bethseda, MD: AOTA Press 
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Home Environment: Assessment Tool 
Purpose: Evaluative: to assess occupational performance in the home and identify 
physical and social environmental solutions to promote greater autonomy within the 
home. 
Description: The structured interview is completed along with further observation and 
physical assessment of client function within the home as needed. The four parts of the 
questionnaire include characteristics of the client, characteristics of the home, analysis of 
ADLs and IADLs, and conclusions/recommendations. Data is summarized for 
conclusions and recommendations. 
Reliability: Rigor is adequate: one to two well-designed published studies support the 
measures validity. Content is rated as excellent and is established through consultation 
with experts including seniors, architects, and OTs using focus group methodology; field 
testing. There is no evidence available for criterion and construct. 
Validity: Rigor is rated as adequate with - 2 published studies supporting its validity. 
Content rating is excellent and established through expert consultation using focus group 
methodology and field testing. There is no evidence available for criterion and construct. 
Source: Canada Mortgage and Housing Corporation (1989). Maintaining seniors' 
independence: A guide to home adaptations. Ottawa, Ontario: Author. 
Reference: 
Cooper, B., Letts, L., Rigby, P., Stewart, D., & Strong, S. (2001). Measuring 
Environmental Factors. In Law, M., Baum, C. & Dunn, W. (2001). Measuring 
occupational perfonnance: Supporting best practice in occupatinal therapy (pp. 
239-240). Thorofare, NJ: Slack. 
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Palliative Performance Scale 
Purpose: To modernize and improve the well-established Karnofsky 
Performance Status (KPS) tool. Developed by the Victoria Hospice Society in 1999, the 
PPS assesses a patient's level of ambulation, activity, evidence of disease, 
self-care, intake, and consciousness. 
Description: The PPS is an II-point scale designed to measure patients' performance 
status in 10% decrements from 100% (healthy) to 0% (death) based on five observable 
parameters: ambulation, ability to do activities, self-care, food/fluid intake and 
consciousness level. The PPS scale was designed to assess a patient's functional level in 
order to assist healthcare providers in allocating resources, assessing medical care needs, 
and in patient prognosis and has also been used to identify and track the needs of 
palliative care patients. 
Reliability: PPS has shown to have good overall inter-rater reliability in a study 
conducted at an outpatient palliative radiation oncology clinic. 
Validity: The results of a reliability study conducted by: Ho, F., Lau, F. M. Downing, 
M., & Lesperance, M. (2008), demonstrated that PPS is a reliable tool. The validity study 
found that most experts did not feel a need to further modify PPS and, only two experts 
requested that some performance status measures be defined more clearly. Areas of PPS 
use include prognostication, disease monitoring, care planning, hospital resource 
allocation, clinical teaching and research. PPS is also a good communication tool 
between palliative care workers. 
Source: Victoria Hospice Society, 3rd Floor, Richmond Pavilion, Royal Jubilee Hospital, 
1952 Bay Street - Victoria, British Columbia, Canada - V8R U8, Telephone/24 hours: 
(250) 370-8715 - Fax: (250) 370-8625. 
References: 
Campos, S., Zhang, L., Sinclair, E., Tsao, M. Barnes, EA., Danjoux, c., Sahgal, A., 
Goh, P., Culleton S. Mitera, G., & Chow, E. (2008). The palliative performance 
scale: examining its inter-rater reliability in an outpatient palliative radiation 
oncology clinic. Support Care Cancer, Oct. 6, 1-6. 
Ho, F., Lau, F.M. Downing, M., & Lesperance, M. (2008). A reliability and validity 





Within the end-of-Life care continuum, funding plays a role in receipt of services 
and client quality of life. As an Occupational Therapy practitioner, reimbursement 
becomes even more difficult as OT is an adjunctive service on the hospice care team. 
Scholarly literature indicates that due to the lack of funding, OT is usually one the first 
services to be discontinued if there are funding issues despite the client benefits of its use. 
Due to these issues, the authors have included examples of grants that could be utilized to 
improve access to OT services within the end-of-life care setting. The grants provided 
could be used in a variety of ways to help fund OT services and are able to be customized 
to your facilities specific needs. 
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The Kenneth B. Schwartz Center 
http://www.theschwartzcenter.org/grants/guidelines.htrnl 
Mission 
To support and advance compassionate health care in which caregivers, patients and their 
families relate to one another in a way that provides hope to the patient, support to 
caregivers and sustenance to the healing process. 
Guidelines 
Program InterestslPhilosophy: 
The Center seeks to strengthen the relationship between patients and caregivers through 
education, training and support, and public education. Research is funded in limited 
circumstances only. The Center supports initiatives that promise both immediate and 
long-term improvements to the patient-caregiver relationship. It also favors initiatives 
which, assuming they are successful, can be used as models by other health care 
organizations. 
Eligibility 
Any health-related organization is eligible to apply for a grant, including hospitals, health 
centers, physician practices, hospices, long-term care providers, and health-related 
educational institutions. Not-for-profit entities or organizations are preferred. Individuals 
are also eligible to apply. The Schwartz Center generally will not pay for permanent 
salaries but grant dollars can be used to pay for a portion of an employee's time. The 
Center does not pay for overhead expenses. 
Grant Range 
Grants can be as much as $20,000 per year, although the average grant is in the $10,000 
range. 
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Department of Health and Human Services 
Agency for Healthcare Research and Quality (AHRQ)- PA-07-243 
http://grants.nih.gov/ grants/guide/pa-files/P A-07 -243 .html 
Objectives 
1) Supporting improvements in health outcomes, 
2) hnproving quality and patient safety, and 
3) Identifying strategies to improve access and foster appropriate use and reduce 
unnecessary expenditures. 
Guidelines 
This FOA expresses AHRQ priority interests for ongoing extramural grants for research, 
demonstration, dissemination, and evaluation projects to: 
Support improvements in health outcomes. Drawing from literature on variations in 
clinical practice and associated outcomes, the documented increase in the prevalence of 
chronic disease, and growing interest in the impact of different delivery modalities and 
financing arrangements on the outcomes of care, AHRQ seeks to support research to 
understand and improve decision-making at all levels of the health care system, the 
outcomes of health care, and, in particular, what works, for whom, when, and at what 
cost. 
Strengthen quality measurement and improvement. AHRQ is interested in a broad array 
of research topics, including studies to develop valid and reliable measures of the process 
and outcomes of care, causation and prevention of errors in health care, strategies for 
incorporating quality measures into programs of quality improvement, and dissemination 
and implementation of validated quality improvement mechanisms. 
Identify strategies to improve access, foster appropriate use, and reduce unnecessary 
expenditures. This area focuses on issues pertaining to the types of health care services 
Americans use, the cost of these services and sources of payment, determinants of access 
to care, and whether particular approaches to health care delivery and financing, or 
characteristics of the health care market, alter behaviors in ways that improve access and 
promote cost-effective use of health care resources. 
Eligibility 
Public or non-profit private institution, such as a university, college, or a faith-based or 
community-based organization; units of local or State government; eligible agencies of 
the Federal government; IndianlNative American Tribal Government (Federally 
recognized); IndianiNative American Tribal Government (other than Federally 
recognized); and, IndianlNative American Tribally Designated Organizations. 
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Robert Wood Johnson Foundation 
http://www.rwjf.org/ 
Mission 
To improve the health and health care of all Americans with a clear goal to help 
Americans lead healthier lives and get the care they need. 
Program Areas: 
1) Building human capital, 
2) Childhood obesity 
3) Coverage 
4) Pioneer 
5) Public Health 
6) *QualitylEquality 
7) Vulnerable populations 
*The program area of Quality/equality has proven to be a successful program area for 
funding related to end-of-life care. 
Current call for proposals: http://www.rwjf.org/applications/solicited/cfp.jsp?ID=19274 
Purpose 
This program supports policy analysis, research, evaluation and demonstration projects 
that provide policy leaders timely information on health care policy and financing issues. 
This Call for Proposals is intended to support projects that: 1) examine significant issues 
and interventions related to health care financing and organization and their effects on 
health care costs, quality and access; and 2) explore or test major new ways to finance 
and organize health care that have the potential to improve access to more affordable and 
higher quality health services. 
Eligibility 
Researchers, as well as practitioners and public and private policy-makers working with 
researchers, are eligible to apply. Projects may be initiated from within many disciplines, 
including health services research, economics, sociology, political science, public policy, 
public health, public administration, law and business administration. Multi-disciplinary 
teams and researchers who are just beginning their careers-perhaps teaming with a more 
senior researcher to develop the analytic approach-are especially encouraged to apply. 
Preference will be given to applicants that are public agencies or are tax-exempt under 
Section 501(c)(3) of the Internal Revenue Code and are not private foundations as 
defined under Section 509(a). 
Grant Range 
In October 2007, the Foundation reauthorized this initiative for $11 million over three 
years. Small grants for projects requiring $100,000 or less and projected to take 12 
months or less. Large grants for projects requiring more than $100,000 and/or projected 





Adaptive Equipmentl Assistive Technology 
Assistive Technology Online Store. This site is an online catalog for assistive technology 
devices used to enable greater independence. http://www.abledata.com 
Client and Caregiver Issues 
Bonder,.B. R. & Wagner, M. (2001). Functional Performance in Older Adults (2nd ed.). 
Philadelphia: F.A. Davis Company. 
Boog, K.M. & Tester, C.Y. (2008). Challenges in palliative care. In Palliative care: A 
practical guide for the health professional: finding meaning and purpose in life and 
death. Philadelphia, P A: Elsevier. 
Farber, S. J., Egnew, T. R., Herman-Bertsch, J. L., Taylor, T. R., & Guldin, G. E. (2003). 
Issues in end-of-life care: Client, caregiver, and clinician perceptions. Journal of 
Palliative Medicine, 6(1), 19-31. 
Jacques, N. D., & Hasselkus, B. R. (2004). The nature of occupation surrounding dying 
and death. Occupational Therapy Journal of Research, 24(2), 44-53. 
Kealey, P., & McIntyre, I. (2005). An evaluation of the domiciliary occupational therapy 
service in palliative cancer care in a community trust: A client and carers 
perspective. European Journal of Cancer Care, 14,232-243. 
Thirteen; Before I Die. This site offers insight into the issues surrounding the 
phenomenon of being a client or caregiver experience of terminal illness, dying and 
hospice care. http://www.thirteen.org/bid/ 
Vrkljan, B. & Miller-Polgar, J. (2001). Meaning of occupational engagement in life-
threatening illness: A qualitative pilot project. The Canadian Journal of 
Occupational Therapy, 68(4), 237-246. 
End-of-Life Care Organization(s)lEnd-of-Life Care Information 
American Medical Association (2008). End-of-life care statement(s). http://www.ama-
assn.org/ama/pub/category/14730.htrnl 
Caring Connections. This website offers information for hospice care clients and 
caregivers in regard to a multitude of issues that are common concerns for this client 
population. www.caringinfo.org 
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End-of-Life Care Newsletter (2000). 
This web based newsletter provides information on continuing education and website 
links for additional resources. 
http://www.athealth.comlConsumer/newsletterIFPN 4 25.htrnl#6 
Growthhouse.org. The primary mission of this organization is to improve the quality of 
compassionate care for people who are dying through public education and global 
professional collaboration. The website provides access to a search engine specifically 
geared toward death and dying related searches. www.growthhouse.org 
Innovations in End-of-Life Care: An international journal of leaders in end-of-life care. 
http://www2.edc.org/las tacts/ 
National Cancer Institute Fact Sheet. (2002). End-of-Life Care: Questions and Answers. 
http://www.nci .nih.gov/cancertopics/factsheet/Support/end-of-Ii fe-care 
This web based fact sheet provides basic information on cancer related Hospice care 
questions including those related directly to the dying process. 
National Care Planning Council. www.longtermcarelink.net 
National Hospice and Palliative Care Organization. Home Page. 
http://www.nhpco.org 
National Hospice and Palliative Care Organization (2008). Website Links to End of life 
care resources. http://www.nhpco.org/i4a/links/?pageid=3287 
National Hospice Organization (1996). The basics oj hospice [brochure]. Arlington, VA: 
Author. 
FundingIReimbursement 
Kinzbrunner, B. M., Weinren, N.J. & Policzer, J. S. (2002).20 common problems in 
end-oj-life care. New York, NY: McGraw-Hill. 
Medicare specific hospice benefit insurance information. 
http://www.medicareadvocacy.orgIFAQHospice.htm 
Payne, S. (1998). To supplant, supplement, or support. Social Science and Medicine, 
46(11), 1495-1504. 




Miyashita, M., Morita, T., Sato, K, Hirai, K, Shima, Y., & Uchitomi, Y. (2008). Good 
Death Inventory: A measure for evaluating good death from the bereaved family 
member's perspective. Journal of Pain and Symptom Management, (35)5,486-
498. 
Rahman, H. (2000). Journey of providing care in Hospice: Perspectives of Occupational 
Therapists. Qualitative Health Research, 10(6),806-818. 
Schwartz, C.E., Mazor, K, Rogers, J., Ma, Y., & Reed, G. (2003). Validation of a new 
measure of concept of a good death. Journal of Palliative Medicine, (6)4,575-
584. 
Health Promotion 
vanderPloeg, W. (2001). Health promotion in palliative care: An occupational 
perspective. Australian Occupational Therapy Journal, 48, p. 45-48. 
Occupational Therapy Role Information 
American Association of Occupational Therapy. 
This is the website for the United State organization of Occupational Therapists. 
Information specifically related to OT and Hospice care is available at this web address. 
www.aota.org 
American Occupational Therapy Association. (2005). Occupational Therapy and 
Hospice. American Journal of Occupational Therapy, 59(6), 671-674. 
Bonder, B. R. & Wagner, M. (2001). Functional Performance in Older Adults (2nd ed.). 
Philadelphia: F.A. Davis Company. 
Boog, K M. & Tester, c.Y. (2008). Challenges in palliative care. In Palliative care: A 
practical guide for the health professional: finding meaning and purpose in life 
and death. Philadelphia, P A: Elsevier. 
Brown, P. (1984). The growth of the hospice movement: A role for occupational 
therapy. Occupational Therapy and the Patient with Pain, 119-127. 
Chochinov, H. M. (2006). Dying, dignity, and new horizons in palliative end-of-life care. 
CA: A Cancer Journalfor Clinicians, 56(2),84-103. 
Farber, S. J., Egnew, T. R., Herman-Bertsch, J. L., Taylor, T. R., & Guldin, G. E. (2003). 
Issues in end-of-life care: Client, caregiver, and clinician perceptions. Journal of 
Palliative Medicine, 6(1), 19-31. 
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Frost, M. (2001). The role of physical, occupational, and speech therapy in hospice: 
Patient empowerment. American Journal of Hospice & Palliative Care, 18(6), 
397-402. 
Jacques, N. D., & Hasselkus, B. R. (2004). The nature of occupation surrounding dying 
and death. Occupational Therapy Journal of Research, 24(2),44-53. 
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The Occupational Therapy for Client Empowerment End-of-Life Care Promotion 
Toolkit is designed to provide Occupational Therapists easy access to scholarly resources 
needed to promote Occupational Therapy use in an end-of-life care setting. While the 
AOT A (2005) acknowledges the role that Occupational Therapists play in the end-of-life 
care setting through their statement on OT and Hospice, they do not provide a framework 
to guide the practitioner through the process of obtaining more referrals in this setting. It 
is our hope that through utilization of this toolkit, the role ofOT within the end-of-life 
care setting will be more understood and utilized. The goal of this toolkit is to provide a 
means for acquiring at least a one-time evaluation for each hospice care client in the 
targeted context. 
Current literature indicates that Occupational Therapists can be valuable team 
members within the end-of-life care setting. The role of the OT in hospice takes on a 
more holistic approach and tends to move away from the traditional rehabilitative 
approach. The core OT skills that hospice clients may benefit from include collaboration, 
assessment, enablement, problem-solving, activity as a therapeutic tool, promotion of life 
roles, and environmental adaptation (Creek, 2003). While the benefit of utilizing OT 
services within this setting is obvious to OTs, the literature indicates that the role of OT 
within the end-of-life care setting is often misunderstood, underutilized and seen as an 
unnecessary. Through use of the Occupational Therapy for Client Empovverment End-of-
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Life Care Promotion Toolkit, Occupational Therapists will have the tools they need to 
educate, inform and persuade the health care community and hospice care clients of OT' s 
role, value and needed place on the hospice care team. 
Recommendations 
The literature regarding Occupational Therapy and hospice care is lacking. The 
authors recommend fmiher research in the areas of reimbursement to validate OT's role 
in hospice care from a funding perspective. Occupational Therapy in hospice specific 
assessments and outcome measures, OT intervention specific studies, and more detailed 
medical professional perspectives of Occupational Therapy use in hospice care are also 
needed. An additional area of research is the value of OT within end-of-life care settings. 
While conducting the literature review, there were instances were OT was referred to as 
adding value to the team and lowering overall costs, however, supportive data was 
minimal. Further research is needed in this area to strengthen the argument for greater 
utilization of OT services in end-of-life care settings. 
Implementation 
Use of the Occupational Therapy for Client Empowerment End-of-Life Care 
Promotion Toolkit provides a great resource for Occupational Therapists who would like 
to begin to practice in the end-of-life care setting. The use of the toolkit is intended for 
the OT to utilize in order to become a vital member of the hospice care team with the 
ultimate goal of empowering the client to experience a "good death." 
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